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JOINTLY ORGANISED 14TH WORLD CONGRESS OF BIOETHICS 
AND 7th NATIONAL BIOETHICS CONFERENCE 


Sunita VS Bandewar, Leni Chaudhuri, Lubna Duggal, Ravindran G D, Thelma Narayan, 
Sarojini N B, Sunita Simon, ManjulikaVaz, Mario Vaz, Deepa Venkatachalam 
on behalf of Congress Organising Committee, and 
Anant Bhan for International Association of Bioethics 


INTRODUCTION 


The Organising Committee takes great pleasure in welcoming you all to the jointly organised 14th World Congress of 
Bioethics (WCB) and 7th National Bioethics Conference (NBC). 


The discipline of bioethics is indispensable in generating meaningful dialogue and building bridges between thought 
leaders, practitioners from various disciplines including medicine, law, philosophy, and healthcare, policy-makers 
and most importantly the public at large, towards accessible and quality healthcare. In 2018, we continue our 
bioethical journey in Bengaluru, Karnataka, India with the jointly organised 14th World Congress of Bioethics and 7th 
National Bioethics Conference. We are confident that your joining us at the Congress gives voice to multidisciplinary 
conversations on the theme of ‘Health for All in an Unequal World: Obligations of Global Bioethics’. The Congress 
aims to be, as has always been the case, a platform for debates and conversations on wide-ranging themes from the 
broad discipline of bioethics. 


About World Congress of Bioethics: The platform of WCB, was established by the International Association of 
Bioethics (IAB) about three decades ago. The platform of the WCB aims to be truly international, linking all those 
working in bioethics and related fields, facilitating mutual contact, and encouraging the discussion of cross-cultural 
aspects in bioethics. Past Congresses have been held in Edinburgh (2016), Mexico City (2014), Rotterdam (2012), 
Singapore (2010), Croatia (2008), China (2006), Australia (2004), Brazil (2002), the United Kingdom (2000), Japan 
(1998), the United States (1996), Argentina (1994), and Amsterdam (1992). Over time, the IAB has also been able to 
encourage its members from the larger peer community of bioethicists to develop Networks of scholars in specific 
areas of bioethics, to promote dialogue and action. Membership in IAB Networks is open to researchers interested 
in themes or issues addressed by specific groups. So far about eight such Networks have been established. (http:// 
www.bioethics-international.org/networks) 


About National Bioethics Conference: The National Bioethics Conference (NBC) platform was established by the Indian 
Journal of Medical Ethics (www.ijme.in). So far, IME and other collaborating partners have organized six national 
bioethics conferences, the first one having been initiated in 2005. NBC-1 on the theme ‘Ethical challenges in health, 
global context, Indian realities’, was held at the YMCA International Centre, Mumbai in November 2005, and was co- 
organized by 20 institutions. NBC-2 on the theme ‘Moral and ethical imperatives of healthcare technologies: scientific, 
legal and socio-economic perspectives’, was held at the National Institute for Mental Health and Neurosciences 
(NIMHANS) Convention Centre, Bangalore in December 2007, in which 38 organizations had participated. NBC-3, 
was co-organized by Sama Resource Group for Women and Health and Centre for Study in Ethics and Rights with 38 
organizations from all over India, on the theme of ‘Governance of healthcare: ethics, equity and justice’, at the All India 
Institute of Medical Sciences (AlIMS), New Delhi in November 2010. NBC-4, co-organized by the Central University of 
Hyderabad, Hyderabad, Andhra Pradesh and the Council for Social Development - an affiliate of the Indian Council 
for Social Sciences - Hyderabad, Andhra Pradesh was held in December 2012 with the theme ‘Ethical and regulatory 
challenges in health research’ NBC-5 was co-organized by St. John’s National Academy of Health Sciences, (SJNAHS) 
Bengaluru, Karnataka and Society for Community Health Awareness, Research & Action (SOCHARA), Bengaluru, 
Karnataka in December 2014. The theme for the fifth NBC was ‘Integrity in medical care, public health and health 
care research’.NBC-6 was co-organized by MahilaSarvangeenUtkarsh Mandal (MASUM), Pune along with 20 other 
organizations from all over India in Pune, Maharashtra, India in January 2017. The theme for the sixth NBC was 
‘Healing and Dying with Dignity: Ethical issues in palliative care, end-of-life care and euthanasia’. 


[8] 


14" World Congress of Bioethics and 7" National Bioethics conference 


CONGRESS THEME AND ITS SALIENCE 


The theme of the jointly organized 14th World Congress of Bioethics and the 7th National Bioethics Conference is 
‘Health for All in an Unequal World: Obligations of Global Bioethics’, It seeks to strengthen bioethics in the context 
of health for all, by providing a relevant and critical platform to advance the bioethics discourse and inform praxis 
— policies, programs, as well as guidance in the region and globally. As co-hosts, we envisage and aspire to bring 
together scholars and practicing professionals — both established and emerging/early career - from bioethics and 
other diverse disciplines such as public health, clinical research and practice, biomedical sciences, social sciences, 


humanities, policies, programs and health systems towards foregrounding the obligation of the global bioethics 
community in advancing health for all. 


The Congress will strive to focus beyond “frontier” areas, on the “everyday” ethical issues. The Congress theme is 
of direct relevance to the countries in South Asia and is expected to provide significant impetus to the discipline of 
bioethics across this region. This year’s theme is of critical relevance in the present global context. The public health 
crisis due to Ebola and later Zika that emerged and prevailed longer than was expected, along with many other 


ethical challenges, have brought to the fore global inequities and the plight of inadequately developed and equipped 
national health systems of the affected countries. 


Despite several gains in research, innovations, and healthcare updates, we have not been able to achieve equitable 
nealth systems in large sections of the world. Instead, the increasing domination of the for-profit private medical 
industrial complex (trans-national pharma, equipment, insurance, and other health corporations), unequal political 
and economic relations between nations and growing conflicts have only increased inequities within and across all 
rations. The inequity in access to health care continues in the global south but also the global north. 


[he international regime of intellectual property that is primarily pro-industry, the difficult access (and non-access) 
0 medicines for vulnerable people in all parts of the world, the debates on issues such as “exploitation” in clinical 
rials and post-trial access are all directly or indirectly linked to weak public health systems and regulatory regimes, 
ind increasing attempts towards privatisation and corporatisation of health care. 


3lobal bioethics ought to squarely address health inequity in this interconnected but unequal world. The need is to 
ilso highlight the ethical obligations of state and non-state actors towards ‘health for all’. The Congress provides an 
)pportunity for the global bioethics community to engage with and strengthen scholarship in the areas of ‘equity’, 
justice’ and ‘solidarity’ alongside the traditional frameworks and principles. The theme is expected to facilitate 
ntersectional and multidisciplinary conversations and debates on ethics and health from diverse philosophical 
raditions, approaches and perspectives. 


he Congress year 2018 marks 40 years since the Alma Ata Declaration of 1978, in which the world pledged “Health 
or All by 2000 AD”. This year is also significant as it marks the 70th anniversary of the United Nations Declaration of 
tuman Rights (UDHR), which laid the foundation for seeking the highest attainable standards of health. 


-ONGRESS GOAL AND OBJECTIVES 


ongress Goal 


O bring together key constituencies/stakeholders from around the world towards advancing bioethics in the 
ontext of ‘health for all’, through establishing deeper synergies between diverse expertise in bioethics in research, 
jublic health, clinical work and health systems, especially articulation of the obligations of global bioethics towards 
ddressing prevalent inequities in health and advancing health for all. 


pecific objectives: 
* To bring together key constituencies — individuals and institutions — relating to health care sector, bioethics, 
health policy, health laws and regulations, philosophy, social sciences, political economy, health advocacy, 


policy analysis, and public health practice, to engage with the ethical issues and challenges in realising the 
goal of ‘health for all’.. 
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To enable an international, multi-disciplinary dialogue amongst key constituencies and representatives of 
organisations, networks, and institutions, which are engaged with various dimensions of the Congress 
theme. 

To offer a global public platform for presenting emerging empirical research, theoretical and conceptual 
work from multi-disciplinary perspectives on the Congress theme; and other thematic areas from within 
the broader discipline of bioethics. 

To create a forum via workshops and symposia that will be organized at the Congress for skill-building 
and resource sharing in bioethics amongst different organisations and constituencies, especially on topics 


relating to the theme of the Congress. 
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14TH WORLD CONGRESS OF BIOETHICS & 


7th NATIONAL BIOETHICS CONFERENCE 
: |» PROGRAMME OVERVIEW 


PRE-CONGRESS EVENTS| MONDAY-TUESDAY, DECEMBER 3-4, 2018 
12th World Congress of Feminist Approaches to Bioethics 
[Monday-Tuesday, December 3-4, 2018 | Venue: Lecture Hall 1] 
National Annual Transplant Coordinators’ Conference: Emerging Ethical Dilemmas in Organ Donation and 
Transplantation by MOHAN Foundation, Chennai, Tamil Nadu, India 
[Monday, December 3, 2018 | Venue: Pope Paul IV Auditorium] 
Ethical and Health Care Directives of the Catholic Church in India: A consultation with stake holders by 
Catholic Bioethics Forum (CBF), of the Archdiocese of Bangalore in collaboration with the Office of Health 
Care, Catholic Bishops Conference of India (CBCI) 
[Monday, December 3, 2018 | Venue: Cardinal Gracias Hall] 
Developing a contemporary public health ethics curriculum for post graduate education and community 
health in India by SOCHARA 
[Tuesday, December 4, 2018; 9:00 — 13:30 | Venue: Annexe Board Room] 
Pediatric Bioethics in India by Indian Academy of Pediatrics 
| [Tuesday, December 4, 2018 | Venue: Annexe Meeting Room] 

Public Engagement on CHIM studies in the Indian Context: Discussion of a 2018 pilot study in Bengaluru by 

Division of Health and Humanities, St. John’s Research Institute, Bengaluru; Translational Health Science and 
Technology Institute, Faridabad, Haryana. 
[Tuesday, December 4, 2018; 14:30 — 17:30 | Venue: Annexe Board Room] 
A Symposium on Organ Donation and Transplantation in a world of inequality by Declaration of Istanbul 
Custodian Group (DICG) and MOHAN Foundation, Chennai, Karnataka, India 
[Tuesday, December 4, 2018] Pope Paul IV Auditorium] 
Unravelling bio-markets through the lens of ethics, gender, and political economy by Sama Women’s 
Resource Group for Women and Health 
[Tuesday, December 4, 2018 | Venue: Auditorium Meeting Room] 
Writing case reports for bioethics journals by National University of Singapore 
[Tuesday, December 4, 2018 | Venue: Cardinal Gracias Hall] 


MAIN CONGRESS| DAY 1| WEDNESDAY, DECEMBER 5, 2018 _ 
07.00 - 9.00 _1AB Board meeting (closed meeting for board members only) [Venue: Inside Food Court, 
Annexe 3] sek : ; ; 


08.00 — 9.00 REGISTRATION 


TIME PLENARY, PARALLEL ARTS FESTIVAL AND PARALLEL TRACKS DETAILS 


Inaugural and Ethics award conferring: 


[Venue: Main Auditorium] 


Welcome on behalf Congress Organising Committee and Introduction to the theme of the 


09.00 — 10.00 Congress: Janani Muralidharan, St John’s Medical College, Bangalore, Karnataka 
Welcome on behalf of International Association of Bioethics 


Inaugural Address: Rev Paul Parathazham, Director, St. John's National Academy of Health 
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Sciences ie 
Guest of Honour: S. Sacchidanand, Vice-Chancellor, Rajiv Gandhi University of Health 


Sciences 


First JME Ethics Award Conferring 
'Veeragaathe': Drumming performance by folk drummers from Karnataka 


Plenary I: 
Bringing Rights and Ethics to the Centre in the "Health for All" Discourse 


[Venue: Main Auditorium] 


Chairpersons: 
Ruth Macklin, Emeritus Professor, Albert Einstein College of Medicine, 


New York University, New York City, USA 
Sarah Hodges, University of Warwick, Coventry, UK 


Keynote address 1 (Feminist Approaches to Bioethics Crossover speaker): Manisha Gupte, 


Mahila Sarvangeen Utkarsh Mandal, Pune, India 

[The Ethics of Caring and Sharing: Towards an Agenda for Social Transformation] 
Keynote address 2: David McCoy, Queen Mary University London,United Kingdom 
[The Politics (and anti-politics) of Global Health] 

Tribute to Amit Sengupta (People's Health Movement - India and Global): He was to 
deliver the third keynote address titled “Bioethics in the Age of Gross Inequity: Imperatives 
for the Movement for Health”. His untimely demise on 28 November 2018 is an irreparable 
loss for the health, science and other progressive movements in India and globally. We 
salute his commitment to the struggle for a just and equitable world and health for all. 


10.00 — 11.30 


Main Congress 


Parallel Arts Festival 
Parallel Tracks: Oral Presentations (P): Groups P1 to P17; and 
Parallel Tracks: Rapid Round (RR): RR1 to RR4 


12.00 — 13.30 


13.30—14.15 IAB Networks Meeting [Venue: Inside Food Co rt, Annexe 3] | 


14.15-—15.45 | Main Congress 


Parallel Arts Festival 
Parallel Tracks: In-Congress Workshops and Symposiums (WS/S): WS/S1 to WS/S17 


29.49 ~— 16.15 DAY 1| TEA BREAK 


Plenary Il: 
16.15-17.45 | interrogating the Construction of Marginalisation and Vulnerabilities - 


Obligations of Bioethics 
[Venue: Main Auditorium] 
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“Chairpersons: 
Beth E. Rivin, University of Washington, Washington, USA; University of Gadjah Mada, 
Jakarta, Indonesia 


Keshav Desiraju, Population Foundation of India, New Delhi 


Keynote address 1: Carolyn Stephens, London School of Hygiene and Tropical Medicine, 
London, UK [Global Bioethics in the Brave New World: Reflections on Marginalisation 

and Vulnerability in the Age of Oligarchy] 

Keynote address 2: Ameer Khan, SOCHARA, Chennai, India [Role of Health System in 
Addressing Marginalisation in Tamil Nadu] 

Keynote address 3: Obalesh K B, Tamate, Tumkur, India [Overview of Manual Scavenging 
and Health in Karnataka] 

Keynote address 4: Nidhi Goyal, Rising Flame, Mumbai, India [Inclusive Health Systems - 
Leaving No One Behind] 

Keynote address 5: Salam Ismael Obaidi, National Health Service, Cardiff, UK [Community 
Health Vulnerabilities in Post Conflict Situations] 


| The Doll’s Speak — A colle 
Venue: Academic Block, St John’s R 


“Talking Hands” ~ An outdoor installation using reflective photography, raises the voice of 
people at the margins... “Do | matter?”. Conceptualised by Mario Vaz and produced by the 


| Divisions of Bioinformatics and Health and Humanities, St. John’s Research Institute 


Venue: Cobbled walkway, St. John’s Research Institute _ 


“Health for All Goal” — A historic photo journey of documents from 1946 — 2011 
(India And Global)collated by Dr Ravi Narayan of the Society for 
/ Community Health Awareness Research and Action (SOCHARA) 
Venue: Around St John’s Main Auditorium 


MAIN CONGRESS] DAY 2| THURSDAY, DECEMBER 6, 2018 


Forum for Medical Ethics Society, General Body Meeting (open) [Venue: Annexe 3, Board 
7.45 — 8.45 Meeting] 


TIME . PLENARY, PARALLEL ARTS FESTIVAL AND PARALLEL TRACKS DETAILS. 
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Plenary Ill: 
Health for All: implications of Gender and Sexuality for Bioethics 


[Venue: Main Auditorium] 


Chairpersons: 
Lakshmi Lingam, Tata Institute of Social Sciences, Mumbai, India 


Deepa Venkatachalam, Sama Resource Group For Women and Health, New Delhi, India 


09.00 —10.30 
Keynote address 1: Thiloma Munasinghe, Women and Media Collective, Sri Lanka 


[Gender, Conflict and Health] 
Keynote address 2: Vivek Divan, Independent law expert on health, sexuality and human 
rights, India [Bioethics in the context of sexual orientation and gender identity] 

Keynote address 3: Francoise Baylis, Dalhousie University Canada [A woman’s eye view] 
Keynote address 4: Renu Rajbhandari, National Alliance for Women Human Rights 
Defenders (NAWHRD), Nepal [Title of the Talk: TBC] 


— 10.30-—11.15 


~ DAY 2| POSTER PRESENTATIONS (INCLUDING TEA BREAK) 
11.15 — 11.45 ; 


Main Congress 
Parallel Arts Festival 

Parallel Tracks: Oral Presentations (P): Groups P18 to P32; and 
Parallel Tracks: Rapid Round (RR): RR5 to RR8 


DAY 2| LUNCH BREAK 


11.45 —13.15 


13.15 —14.15 


13.15 -— 14.15 IAB General Body Meeting [Venue: Inside Food Court, Annexe 3] 
14.15 —15.45 | 


Main Congress 
Parallel Arts Festival 

Parallel Tracks: |n- -Congress SEIS and mo duleee ls (WS/S): WS/S18 to WS/S34 
DAY 2] TEA BREAK | _ 


15.45 —16.15 


Plenary IV: 
Rethinking bioethics in the context of "health for all" 
[Venue: Main Auditorium] 


Chairpersons: 
Lisa Schwartz, McMaster University, Hamilton, Canada 
16.15 —17.45 
Keynote address 1: Dipa Sinha, Ambedkar University, New Delhi, India 

[Persisting Inequities: Hunger and Malnutrition in India] 

Keynote address 2: K J Joy, Promoting Participative Ecosystem Management (SOPPECOM), 
Pune, India [Unpacking Water as an Important Social Determinant of Health] 

Keynote address 3: James Dwyer, Upstate Medical University, New York City, USA 
[Environmental Justice and Moral Responsibility] 


MAIN CONGRESS| DAY 2| DECEMBER 6, 2018] EVENING ARTS FESTIVAL 
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DANCE: | 
Expressions of Creativity: Interpreting Con 
| dance performances (70 minutes) 
Venue: St John’s Main Auditorium 


gress theme through classical and contemporary 


Bharatanatyam: Anuradha Venkatraman will op women’s sexual rights in the context of 


18:00 — 19:00 
_ a Story from the Mahabharatha 


Kathak: Vaibhavi Joshipura will enact an episode from the Ramayana on the p . “a 
mental well-being of an expectant m CC | 


- INSTALLATIONS/EXHIBITIONS 


| The Doll’s Speak — A collectio 
_| life in all its complexities 
| Menue: Academic Block, S 


| “Talking Hands”: An out 

_ | people at the margins....“C 
| Divisions of Bioinformatics 
| Venue: Cobbled walkway, 


_ | “Health for All Goal”: A hi 
| Global)collated by Dr Ravi 
| and Action (SOCHARA) 
Venue: Around St Jenn S M 


MAIN CONGRESS] DAY 3] FRIDAY; DECEMBER 7, 2018 
09.00 -10.30 | Parallel Tracks: In- -Congress Workshops and Suncast (WS/S): WS/S35 to WS/S49 


| DAY 3| TEA BREAK 


Editorial panel discussion 


[Venue: Main auditorium] 


Moderator: Trudo Lemmens, University of Toronto, Toronto, Canada 


Panellists: 

11.30—12.30 | Amar Jesani, Indian Journal Of Medical Ethics; 
Calvin W. L. Ho, Asian Bioethics Review; National University of Singapore (NUS), Singapore; 
Marcel Verweij, Founding Joint Editor-in-Chief, Public Health Ethics; Wageningen University, 
Wageningen, Netherlands; Member, Governing Board, International Association of Bioethics 


Book Release: Ethics in Public Health Practice in India by Arima Mishra and Kalyani Subbiah 
eds. Springer 
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12.30 — 13.30 


14.30-17.00 


ae 


Valedictory: 
Learnings from Bottom Up and Opportunities to respond to ‘Health for All’ 


[Venue: Main auditorium] 


Chairpersons: 
Renu Khanna, SAHAJ, Baroda, India; 


Vardit Ravitsky, University of Montreal, Canada 


Summing up: 
Amita Pitre, Consultant, Public Health and Gender Justice; 


Gargi Mishra, Sama Resource Group for Women and Health; 
Nikita Surani, FMES Bioethics Centre; 
Surekha Garimella, Institute of Public Health, Bengaluru, India; 


Valedictory Address: Recipient of the first IME Ethics Award [Meeting an obligation of 
‘Health for all': Bottom up learnings from Thuamul Rampur, Kalahandi, Odisha for global 


peer community] 


IAB Presidential address: Anant Bhan, Researcher in Global Health, Health Policy and 
Bioethics; Yenepoya University, Mangaluru, India 


IAB 2020: Handing over 


or board members only) [Venue: inside. « 
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14TH WORLD CONGRESS OF BIOETHICS & 


7th NATIONAL BIOETHICS CONFERENCE 
_______ DETAILED PROGRAMME —_—~ | 


PRE-CONGRESS EVENTS| MONDAY-TUESDAY, DECEMBER 3-4, 2018 

12th World Congress of Feminist Approaches to Bioethics | 
[Monday-Tuesday, December 3-4, 2018 | Venue: Lecture Hall 1] 

National Annual Transplant Coordinators’ Conference: Emerging Ethical Dilemmas in Organ Donation and 

Transplantation by MOHAN Foundation, Chennai, Tamil Nadu, India 

[Monday, December 3, 2018 | Venue: Pope Paul IV Auditorium] 

Ethical and Health Care Directives of the Catholic Church in India: A consultation with stake holders by 

Catholic Bioethics Forum (CBF), of the Archdiocese of Bangalore in collaboration with the Office of Health 

Care, Catholic Bishops Conference of India (CBC!) 

[Monday, December 3, 2018 | Venue: Cardinal Gracias Hall] 

Developing a contemporary public health ethics curriculum for post graduate education and community 

health in India by SOCHARA 

[Tuesday, December 4, 2018; 9:00 — 13:30 | Venue: Annexe Board Room] 

Pediatric Bioethics in India by Indian Academy of Pediatrics 

[Tuesday, December 4, 2018 | Venue: Annexe Meeting Room] 

Public Engagement on CHIM studies in the Indian Context: Discussion of a 2018 pilot study in Bengaluru by 

Division of Health and Humanities, St. John’s Research Institute, Bengaluru; Translational Health Science and 

Technology Institute, Faridabad, Haryana. 

[Tuesday, December 4, 2018; 14:30 — 17:30 | Venue: Annexe Board Room] 

A Symposium on Organ Donation and Transplantation in a world of inequality by Declaration of Istanbul 

Custodian Group (DICG) and MOHAN Foundation, Chennai, Karnataka, India 

[Tuesday, December 4, 2018] Pope Paul IV Auditorium] 

Unravelling bio-markets through the lens of ethics, gender, and political economy by Sama Women’s 

Resource Group for Women and Health 

[Tuesday, December 4, 2018 | Venue: Auditorium Meeting Room] 

Writing case reports for bioethics journals by National University of Singapore 

[Tuesday, December 4, 2018 | Venue: Cardinal Gracias Hall] 


MAIN CONGRESS| DAY 1| WEDNESDAY, DECEMBER 5, 2018 __ 
07.00 — 9.00 IAB Board meeting (closed meeting for board members only) [Venue: Inside Food Court, 
| Annexe 3] 3 | 
08.00 — 9.00 REGISTRATION 
TIME PLENARY, PARALLEL ARTS FESTIVAL AND PARALLEL TRACTS DETAILS 
Inaugural and Ethics award conferring: 


[Venue: Main Auditorium] 


Welcome on behalf Congress Organising Committee and Introduction to the theme of the 
Congress: Janani Muralidharan, St John’s Medical College, Bangalore, Karnataka 


09.00 — 10.00 
Welcome on behalf of International Association of Bioethics 


Inaugural Address: Rev Paul Parathazham, Director, St. John's National Academy of Health 
Sciences 
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Guest of Honour: S. Sacchidanand, Vice-Chancellor, Rajiv Gandhi University of Health 
Sciences 


First JME Ethics Award Conferring 


‘Veeragaathe': Drumming performance by folk drummers from Karnataka 


Plenary I: 
Bringing Rights and Ethics to the Centre in the "Health for All" Discourse 


[Venue: Main Auditorium] 


Chairpersons: 
Ruth Macklin, Emeritus Professor, Albert Einstein College of Medicine, 


New York University, New York City, USA 
Sarah Hodges, University of Warwick, Coventry, UK 


10.00 — 11.30 Keynote address 1 (Feminist Approaches to Bioethics Crossover speaker): Manisha Gupte, 


Mahila Sarvangeen Utkarsh Mandal, Pune, India 

[The Ethics of Caring and Sharing: Towards an Agenda for Social Transformation] 
Keynote address 2: David McCoy, Queen Mary University London,United Kingdom 
[The Politics (and anti-politics) of Global Health] 

Tribute to Amit Sengupta (People's Health Movement - India and Global I): He was to 
deliver the third keynote address titled “Bioethics in the Age of Gross Inequity: Imperatives 
for the Movement for Health”. His untimely demise on 28 November 2018 is an irreparable 
loss for the health, science and other progressive movements in India and globally. We 
salute his commitment to the struggle for a just and equitable world and health for all. 


2.00 | TEA BREAK 


12. 00 — 13. 30 DAY 1| DECEMBER 5, 2018] PARALLEL S FESTIVAL AND PARALLEL TRACKS DETAILS ; | 
Parallel Arts Festival 


FILM: Hippocratic: 18 Experiments in Gently Shaking the World (60 minutes) — 
On the life story of acclaimed Indian physician, Dr MR Rajagopal 

Film screening followed by a 30 minute discussion with Dr Rajagopal 
Venue: Pope Paul VI Auditorium, St. John’s Research Institute 


12.00 — 13.30 


MAIN CONGRESS... aes nee 
12.00 — 13.30 Parallel Tracks: Oral prdsentations (OF Groups Pl to P17; ‘and 
; Parallel Tracks: Rapid Round (RR): RR1 to RR4 ae 
Note: Confirmations from some co-chairs are awaited _ 
P1. Primary Health Services and Ethics P2. Heaith Research Ethics 
Co-chairs: Arun Gadre, Hemalata Pisal Co-chairs: Graeme Laurie, Pallavi Gahlaut 
Venue:College Board Room Venue: 1st Floor Lecture Hall (old) 
P1(a):Sunanda Bhat: Olinda Timms (film)“Films as a | P2 (a):Joseph Millum:Priorities for research funding: 
tool to highlight ethical concerns in public Whose burden of disease? 
healthcare.” P2 (b): Dana Hawwash et al.: Consideration of values 
P1(b): Arun Gupta:Bolstering primary healthcare when setting priorities in nutrition research: Guidance 
through Mohalla Clinics of Delhi for transparency 
P1 (c): VrindaMarwah: Reproducing the state: P2 (c): Bobby Paul et al.:Ethical guidelines for public 
Mapping gender and caste in the experiences of health research and practice in the Indian context: 
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Punjab’s ASHAs 
P1 (d): Eva Neuet al. : On bioethics in Odontology 


Call for action 
P2 (d): Pragati Hebbar, Upendra Bhojani: Need for 
comprehensive ethics guidance for public health 
advocacy 

P2 (e): Suchana Sova: Ethical requirements for 
improving developing nations negotiation Capabilities 
in international biomedical (IB) research 
P4. Ethical MattersIn Clinical Trials 
Co-chairs: Henry Silverman, Steven Joffe 
Venue:Community Medicine Demonstration 
Room1 

P4 (a): Claire Leonie Ward et al.: The ethics of end- 
of-trial obligations in a paediatric malaria vaccine trial: 
The perspectives of stakeholders from Ghana and 
Tanzania 

P4 (b): Zohar Lederman: The Minnesota starvation 
trial and force feeding: A flawed foundation 

P4 (c): Sangeetha Paramasivan et al.: Systematic 
review of ethical issues in clinical trials in India: The 
research landscape in the past two decades 

P4 (d): Dan K Kaye et al.:Ethical tensions in the 
informed consent process for randomised clinical 
trials of emergency obstetric and new born care in 
low-resource settings 

P4 (e): Gerard Porter:Drug regulatory agencies: 
Guardians of the ethics of international clinical trials? 


P3. Informed Consent 
Co-chairs: Dorcas Kamuya, MaheshDevnani 

Venue: Pharmacology Demonstration Room 

P3 (a): Tintswalo Brenda Mahlaola: 
Reconceptualising the meaning of the principle 
“respect for persons” in an Ubuntu-driven consent 
system 

P3 (b):Ana Frunza, Antonio Sandu: Social 
construction of ethics: Meaning of informed consent 
P3 (c):Francis Masiye et al.: Ethical challenges in 
obtaining informed consent in the RHDGen study in 
Cape Town, South Africa 

P3 (d):Anita Kleinsmidt: Ethics of consent and data 
privacy in genetic research 


P5. Health Coverage, Equity and Justice P6. End of Life Care Ethics 

Co-chairs: Abhay Shukla,Calvin W. L. Ho Co-chairs: Lalitha Raghuram, Sanjay Nagral Venue: 
Venue: Community Medicine Demonstration Room 2 | 2nd Floor Lecture Hall (old) 

PS (a):Amara Esther Ani et al.: Questions of justice P6 (a):Lars Ursin: Withholding and withdrawing life- 
and rights in National Health Insurance Scheme in sustaining treatment: ethically equivalent? 

Nigeria: Bioethical challenges P6 (b): Mackenzie Graham:The ethics of treatment 


PS (b):Michael Rost et al.:Ethical Implications of the withdrawal after severe brain injury 
newly implemented hospital reimbursement system P6 (c):Courtney Hempton, Catherine 


in Switzerland for patients with ongoing care needs Mills:Constitution of ‘the dying’: Voluntary assisted 
P5 (c):Harishchandra Zagade: dying law reform in the Australian state of Victoria 
The appropriation of Universal Healthcare in India: A P6 (d):Zoe Picton-Howell: Health for All? A medico- 
shift in vision and mission legal analysis of paediatricians’ end-of-life decision- 
P5 (d): Sulakshana Nandi et al.: Geographical inequity | making for disabled children in the United Kingdom 
in availability of hospital services under the state- P6 (e): Cécile Bensimon: Medical assistance in dying 
funded health insurance scheme in a central Indian in Canada: The ethical and practical challenges of the 
state implementation of a new (contested) medical 
intervention 
P7. Public Health Ethics P8. Research Ethics 
Co-chairs: Anant Bhan, Beth E. Rivin Co-chairs: Nikita Surani, Trludo Lemmens Venue: 
Venue: Biochemistry Demonstration Room1 Biochemistry Demonstration Room 2 
P7 (a): Harald Schmidt:Novel approaches to remote P8 (a): Shaza Abass: Assessment of the capacity of 
monitoring of tuberculosis treatment adherence: higher education institutes in Sudan to conduct 
patient centred or provider centred? research ethics reviews 
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P7 (b): Sualeha Siddiq et al. : A tale of two cities: 
Public health ethics in dengue control 

P7 (c): Bridget Pratt: Engagement as “co-constructing 
knowledge”: A moral necessity in public health 
research 

P7 (d): Farah Focquaert, Sigrid Sterckx: Forensic 
psychiatrists and psychologists’ views on 
responsibility: Deviant traits and coercive offers 

P9. Advances in Bioethics Thinking - 1 
Co-chairs: Alastair Vincent Campbell, Sameer Advani 
Venue: Pathology Demonstration Room 1 

P9 (a): Felicitas Holzer: Egalitarian justice, 
exploitation, and complicity in international health 
research 

P9 (b): Wendy Rogers et al.:Over diagnosis and the 
justifiability of the risks it imposes in healthcare: A 
need for theoretical development 

P9 (c): James Wilson:Bioethics as translational 
philosophy: The challenge of complex systems 

P9 (d): Paul Macneill: India, art, and ethics 
P11. Data Sharing and Ethics 
Co-chairs: Katherine Littler, Stephanie Johnson 
Venue: Microbiology Demonstration Room1 

P11 (a):Mark Sheehan: Biomedical Big Data, consent 
and perfectionism: the future of governance 

P11 (b): Usha Raman: Recovering the person from the 
data: Patient subjectivity and algorithmic cultures 
P11 (c):Eduardo Rivera-Lépez: Exploitation in Global 
Bioethics: The case of research with human subjects 
in the Third World 


P13. Advancing Health Justice for Specific Groups 
Co-chairs: Arima Mishra, Lakshmi Lingam 
Venue:3rd Floor Lecture Hall (old) 

P13 (a):Abha Saxena, Sridhar Venkatapuram et al.: 
Developing a global ethical framework for healthy 
ageing policies 

P13 (b):Pratik Aggarwal, Radhika Alkazi: A much- 
needed headstart: Ensuring early childhood care for 
children with disabilities 

P13 (c):Xiang Zou: Elder care through a gendered 
lens: Weiqu (sense of unfairness) and unequal 
family care for older inpatients in a Chinese rural 
hospital 

P13 (d): Haihong Zhang, Raymond J Hutchinson: 
Vulnerable or special? Understanding and 
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P8 (b): Edward Dove: The liminality of research ethics 
committees: Navigating participant protection and 
research promotion 

P8 (c): David Hunter: Research ethics regulation as a 
communicative transaction of trust 

P8 (d):Charles Dupras et al.: Non-invasive prenatal 
testing in Canada: Benefits, challenges and guiding 
ethical principles 

P10. Ethical Issues in Organ Donation 

Co-chairs: Christine Mitchell, Sunil Shroff Venue: 
Pathology Demonstration Room 2 

P10 (a): Yu Lanyi, Shalom Chalson: The anaech of 
payment for cadaveric organ donations 

P10 (b): Nicola Jane Williams: Presumed dissent: To 
what kinds of organs and tissues ought 
presumedconsent apply? 

P10 (c): Vibeke Graven, Helle Timm: Total pain in 
hospice practice: Ethical challenges 


P12. Ethical Issues in Research Involving Vulnerable 
Groups 

Co-chairs: Amita Pitre, Florencia Luna Venue: 
Microbiology Demonstration Room 2 


| P12 (a):MalouLuchtenberg et al.:Children’s right to 


participate in medical research: A layered vulnerability 
approach 

P12 (b):Laura Rueda et al.:Informed consent process 
for people with intellectual disabilities 

P12 (c):Manasee Mishra et al.:Advancing beneficence 
and agency of hearing-impaired young people: Ethics 
in a participatory action research study in India 

P12 (d):Shona Kalkman: Ethical issues of health 
services research in vulnerable migrants and refugees 
P14. Environment and Climate Change Ethics 
Co-chairs: Lisa Schwartz, Verina Wild 

Venue: Physiology Demonstration Room1 

P14 (a):Jeyver Rodriguez Bafios: Human Dignity and 
Mutual Vulnerability: Rethinking the Health and 
the Environmental care in an unequal world 

P14 (b):Atsuki Kuga Bridging bioethics and 
sustainability via localisation 

P14 (c):James Dwyer:Environmental migrants, 
structural injustice, and moral responsibility 

P14 (d):Shilpa Krishna:The pharmaceutical industry 
and health hazards: A study in Hyderabad 
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contextualising pregnant women subject protection in 
China 
P15. Access to Health Care: Equity and Justice 
Co-chairs: Oshin Siao Bhatt, Adsa Fatima 
Venue: Physiology Demonstration Room2 
P15 (a): Yu Wang et al. :Gatekeeper: Justice and 
equality in healthcare delivery in China 

P15 (b): Marcel Verweij: Responsibility for health is 
not a zero-sum game 

P15 (c): Sanghamitra Das: Questioning “equality” in 
transhumanist visions of genetic enhancement 

P15 (d): Dominique E Martin et al. Equity in access to 
Surgical care: Beyond cost-benefit analysis 


P16. Mental Health 
Co-chairs: Illina Singh, Melany Leonie Hendricks 
Venue: Forensic Medicine Demonstration Room1 
P16 (a): Arianna Manzini:“Better health for all” or 
devaluing individuals with “bad genes”? Exploring 
adolescents’ moral attitudes towards advances in 
autism genomics 

P16 (b): Johnson Pradeep, Sunita Simon Kurpad: To 
admit or not? Ethical dilemmas in involuntary 
admission of alcohol dependent persons 

P16 (c): Amit Chakrabarti, Vivek Benegal et al.:Ethical 
challenges in community-based mental health 
research in low-resource settings 

P16 (d): Simona Giordano: Eating yourself away: 
Understanding the ‘comorbidity’ of eating disorders 
(ED) and gender dysphoria (GD) in adolescents 


P17. Ethical and legal matters in advanced Health 
Technologies 

Co-chairs: Wendy Lipworth, Gargi Mishra Venue: 
Forensic Medicine Demonstration Room 2 

P17 (a):Joseph Ali et al.: Ethical, legal and societal 
implications of mHealth for non-communicable 
disease surveillance in resource-limited countries 
P17 (b):Catriona McMillan:The potential legal 
implications of ectogenesis for the regulation of 
embryos and foetuses ex utero 

P17 (c):Sgren Holm:Trust me, | am your artificial 
doctor 

P17 (d):Olubunmi Ogunrinet al.: Genomic research 
emergence in sub-Saharan Africa: How prepared are 
biomedical researchers? 


RR1: Health Care Ethics RR2: Asymmetries and Inequalities 
Co-chairs: Sanjay Pai, Savitha D | Co-Chairs: Renu Khanna, Dan Kabonge Kaye 
Venue: Annexe Meeting Room Venue: Cardinal Gracias Hall 


RR1 (a):Sanjai S:Ethical analysis of Universal Health RR2 (a):Michael Urban, Anita Kleinsmidt: Ethics of 
Coverage through the Employees State Insurance rare disease diagnosis in the genomic era: A 


Scheme for diabetes care perspective from the South African state health 
RR1 (b):Bevin Vinay Kumar V N:Ethnography ina system 

denotified tribe: Risk-benefit analysis of small RR2 (b): Surekha Garimella, Prasanna Saligram: 
incentive for monitoring chronic disease ( Panchayats and health services: fragile bonds and 
RR1 (c):Amitabh Dutta et al.:Longstanding non- the role of power and ethics in mediating 
amenability of difficult-to-manage post-operative governance in a decentralised setting 

nausea and vomiting: Philosophical and ethical RR2 (c):Ruth Macklin: The Global Gag Rule: US 
implications of consequentialism in anesthesia policy denies funds for vulnerable women in low- 
RR1 (d):Cornelius Ewuoso, Paul Akin-Otiko: resource countries 

Addressing ethical issues around confidentiality in RR2 (d):Dena S Davis: Alzheimer’s disease and 
mental healthcare: Insights from African moral inequality 
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theory 

RR1 (e):P Chandra:Invisible malnutrition in young 
children: A great emergency 

RR1 (f): Wendy Rogers, Vikki Entwistle: 
Communicating about over diagnosis: Extending the 
scope of ethical consideration 

RR1 (g):Priya Pais: “Your child has kidney failure and 
needs chronic dialysis’: The pediatric nephrologist’s 
dilemma in advising the family regarding 
treatment 

RR1 (h):Dinesh Kumar Vet al.:“Good doctor” and 
“bad doctor”: A qualitative study of incoming 
medical students’ views on professionalism and “the 
good doctor” 

RR1 (i): Abeer Salim: Bioethics takes the next step: 
An academic project becomes curriculum 
RR3:Reproductive Rights 

Co-chairs: Sarah Hodges, Priya Satalkar 

Venue: Auditorium Meeting Room 1 

RR3 (a):Sanjida Arora: Moving towards adolescent 
friendly sexual and reproductive health services in 
India- A farce? 

RR3 (b):DikshaMunjal-Shankar: Surrogacy in India: 
A quagmire of conflict of rights 

RR3 (c): Olinda Timms: Call for an international 
declaration on cross-border surrogacy and third- 
party reproduction 

RR3 (d): AishwaryaChandran: Maternity in the 
market: Women, labour, and commercial surrogacy 
RR3 (e): Victoria Doudenkovaet al.:Excluding or 
putting at risk? The limits of stringent 
policymaking for access of obese women with 
polycystic ovary syndrome to infertility treatment 
RR3 (f):Jordan Parsons:Home medical abortion: 
Lagging legislation in the UK 

RR3 (g): Sreeparna Chattopadhyay: Reproductive 
justice, ethics and access to safe abortions in 
India 

RR3 (h): Suchitra Dalvie:Ethical dilemmas inherent 
in the politics of sex selection and safe abortion 


13.30—14.15 | DAY 1| Lunch break 


13.30 — 14.15 
Annexe 3] _ 


14.15 — 15.45 
DETAILS. 


14.15 — 15.45 | Parallel Arts Festival 


RR2 (e):Michael Dunnet al.:Care, justice, and the 
role of foreign domestic workers: Navigating 
pathways towards good home care for older 
adults in Singapore 

RR2 (f): Monique Lanoix: Equitable access to 
dementia care: Challenging the discourse of cure 
RR2 (g): Sandhya Srinivasan, Veena Johari: Screening 
trials for cervical cancer with “no screening” 
control arms 


RR4: Health, Human Rights and Justice 

Co-chairs: Simisola O Akintola, Usha Ramanathan 
Venue: Auditorium Meeting Room 2 

RR4 (a):Daniel Fu-Chang Tsai:The conceptions of 
justice in the Confucian world of the “great unity” 
and public perceptions of the justice principle 
RR4 (b):Mahesh Madhav Mathpatiet al.:Population 
self-reliance in health: The role of the fourth tier 
RR4 (c): E Premdas Pinto:Inequities, eclipsing rights 
and the hope of ethics: Foregrounding ethics for 
claiming health rights in India 

RR4 (d): Alcino Eduardo Bonella:Ethics and 
judicialization of health in Brazil: A bioethical 
analyses and evaluation 

RR4 (e): Maria Villalobos-Quesada: Antivenoms, 
health and global justice: The right to essential 
medicines 

RR4 (f): Kajal Bhardwaj: How the RCEP negotiations 
could impact the regional and global supply of 
affordable generic medicines 

RR4 (g): Peter Osimiri: Global justice and the “brain 
drain” syndrome 


Day 1| December 5, 2018| IAB Networks Meeting (Venue: Inside foad Court, 


DAY 1| DECEMBER 5, 2018| PARALLEL ne. FESTIVAL AND PARALLEL TRACKS 


FILM: A collation of 5 short films on the hidden challenges of rare diseases (60 minutes), 
followed by individual testimonies and discussion with Dr Namitha Kumar(30 minutes) 
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Venue: Pope Paul VI Auditorium, St. John’s Research Institute 


MUSEUM TOUR: Ethics through History at the Maj Gen SL Bhatia Museum of the History of 
Medicine at 


St John’s Research Institute (90 minutes) 


MAIN CONGRESS | | DAY 1] DECEMBER 5, 2018 


14.15 — aa - Parallel Tracks: In- -Congress Workshops and Symposiums (Ws/s) ws/sia: to ws/s34 
Note: Confirmations from some co-chairs are awaited | ss 
ws/S1: Bridget Pratt et al.: Incorporating a justice WS/S2: Regulating values at the margins of health 
lens into health systems research ethics: Implications | research (W16) - Graeme Laurie 
for policy and practice in the Global South Venue: Auditorium Meeting Room 1 
Venue: Annexe Meeting Room 
WS/S3:Mala Ramanathan et al.: Public health ethics 
and qualitative research: Experiences from the field 
Venue: Auditorium Meeting Room 2 
WS/S5:Vivek Divan et al.:Privacy and health— 
intersections and concerns in our digital surveillance 
age 
Venue: Community Health Demonstration Room 1 
WS/S7:PrachinkumarGhodajkar et al.: Factoring in 
the politics of knowledge: An ethical imperative 
Venue: Pathology Demonstration Room 1 
WS/S9:AgomoniGanguli-Mitra et al.: Vulnerability 
and justice in global health emergencies and 
humanitarian practice 
Venue: Biochemistry Demonstration Room 1 
WS/S11:E Premdas Pinto et al.: Unpacking structural, 
intersectional, and existential layers of Dalit 
marginalisation and the ethical challenges and 
dilemmas of their strategic empowerment: How 
can the bioethics community respond? 
Venue: Pathology Demonstration Room 2 
WS/S13:So-Yoon Kim, Ilhak Lee: New genomic 
technologies and rethinking bioethics 
Venue: Microbiology Demonstration Room 2 
~WS/S15:Dominique Martinet al.:Ethical issues in 
end stage kidney disease care: A call to action 
Venue: 
Forensic Medicine Demonstration Room 1 
WS/S17:Udo Schuklenk et al.: Conscientious 
objection accommodation of conscientious objection 
in medicine: Reasonability and real consequences 


Venue: Pharmacology 
15.45 — 16.15 DAY 1| TEA BREAK 


WS/S4: Putting ethics at the heart of data sharing and 
biobanking in LMICs (W33) - Sharon Kaur 

Venue: Annexe Board Room 
WS/S6:eMental health in the  iGeneration: 
International perspectives on ethics, youth, and digital 
mental health (W15) - Gabriela Pavarini 

Venue: Community Health Demonstration Room 2 
WS/S8:Sarah Hodges: Faking it 

Venue: Physiology Demonstration Room 1 


WS/S10:Lakshmi Lingam et al.:Gender based violence 
in India: Critical insights into the groundrealities 
based on empirical and secondary research 
Venue: Microbiology Demonstration Room 1 
WS/S12:ArunMitraet al.: Prevention of war 
violence: An ethical obligation 

Venue: Biochemistry Demonstration Room 2 


and 


WS/S14:Rema Devi et al.:Effective communication: a 
tool for health for all 

Venue: Physiology Demonstration Room 2 
WS/S16:Andreas Reis et al.: Neglected by ethics: 
Vector-borne diseases 

Venue: Forensic Medicine Demonstration Room 2 
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| Plenary Il: 
interrogating the Construction of Marginalisation and Vulnerabilities - 


Obligations of Bioethics 
| [Venue: Main Auditorium] 


| Chairpersons: 

| Beth E. Rivin, University of Washington, Washington, USA; University of Gadjah Mada, 
Jakarta, Indonesia 

Keshav Desiraju, Population Foundation of India, New Delhi 


| Keynote address 1: Carolyn Stephens, London School of Hygiene and Tropical Medicine, 
London, UK [Global Bioethics in the Brave New World: Reflections on Marginalisation 

and Vulnerability in the Age of Oligarchy] 

Keynote address 2: Ameer Khan, SOCHARA, Chennai, India [Role of Health System in 
Addressing Marginalisation in Tamil Nadu] 

Keynote address 3: Obalesh K B, Tamate, Tumkur, India [Overview of Manual Scavenging 

and Health in Karnataka] 

Keynote address 4: Nidhi Goyal, Rising Flame, Mumbai, India [Inclusive Health Systems - 
Leaving No One Behind] 

Keynote address 5: Salam Ismael Obaidi, National Health Service, Cardiff, UK [Community | 
Health Vulnerabilities in Post Conflict Situations] | 


16.15—17.45 


MAIN CONGRESS| DAY 1| DECEMBER 5, 2018] EVENING ARTS FESTIVAL 


THEATRE: “Monsters in the Dark”: 
An adaptation of The Emperor of All Maladies by Siddharth Mukherjee 


(Organised by Bangalore Little Theatre; Health and Humanities, St John’s; and Tata Memorial 
18.00—19.00 | Centre, Mumbai) 


Venue: St. John’s Main Auditorium 


INSTALLATIONS/EXHIBITIONS 


The Doll’s Speak — A collection of dolls made by Francoise Bosteels reflecting Indian life 
in all its complexities 


Venue: Academic Block, St John’s Research Institute 


“Talking Hands” — An outdoor installation using reflective photography, raises the voice of 
All day people at the margins... “Do | matter?”. Conceptualised by Mario Vaz and produced by the 

Divisions of Bioinformatics and Health and Humanities, St. John’s Research Institute 

Venue: Cobbled walkway, St. John’s Research Institute 


“Health for All Goal” — A historic photo journey of documents from 1946 — 2011 
(India And Global)collated by Dr Ravi Narayan of the Society for 

Community Health Awareness Research and Action (SOCHARA) 

Venue: Around St John’s Main Auditorium 


MAIN CONGRESS| DAY 2| THURSDAY, DECEMBER 6, 2018 
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7,45 -8.45 2 tots as Medical Ethics Society, General Body Meeting pope) [Venue: Annexe 3, Board 
| Mee ‘ing 


RN RE I AN 


DAY 2 PLENARY, PARALLEL / ARTS FESTIVAL AND PARALLEL TRACKS DETAILS - 


Plenary III: 
Health for All: Implications of Gender and Sexuality for Bioethics 


[Venue: Main Auditorium] 


Chairpersons: 


Lakshmi Lingam, Tata Institute of Social Sciences, Mumbai, India 
Deepa Venkatachalam, Sama Resource Group For Women and Health, New Delhi, India 


09.00 —10.30 


Keynote address 1: Thiloma Munasinghe, Women and Media Collective, Sri Lanka 
[Gender, Conflict and Health] 

Keynote address 2: Vivek Divan, Independent law expert on health, sexuality and human 
rights, India [Bioethics in the context of sexual orientation and gender identity] 

Keynote address 3: Francoise Baylis, Dalhousie University Canada [A woman’s eye view] 
Keynote address 4: Renu Rajbhandari, National Alliance for Women Human Rights 
Defenders (NAWHRD), Nepal [title of talk TBC] 


10.30-—11.15 DAY2| POSTER PRESENTATIONS 


Poster 1: AK SB De Alwis et al.: 


Ethical issues encountered in National Health Research Symposium 2017, Sri Lanka 


| 
| 


Poster 2: AK SB De Alwis et al.: Data transparency and data sharing in health research in Sri Lanka 


Poster 3: Adeline Néron: What (is) Sub-Saharan post-colonial bioethics? Tales from the last Global Summit of | 
National Bioethics Committees (Dakar, March 2018) 
Poster 4: Adithya Pradyumna, Jayakumar Chelaton: The Endosulfan tragedy and subsequent remediation 


efforts — reflections from the “Health for All” perspective 
Poster 5: Akhilesh Agarwal:“Informed” consent: An audit of informed consent among caesarean section 


patients 


Poster 6: Amita Pitre: Tuberculosis in India: Need for a gender-sensitive approach 


Poster 7: Amitabh Dutta et al.: Ethical implications of introducing emerging technology into anaesthesia 
practice: Balancing conflict-of-interest with patients’ interest 
Poster 8: Andrea Martani et al.: 


_Data protection regulation: From barrier to facilitator of data sharing in healthcare | 
Poster 9: Arundhati Abhyankar, Veena Johari:Pre-grant opposition of patent applications display frivolous | 
claims made by pharmaceutical companies: a case study | 


Poster 10: Ayesha Ahmad et al.: | 
Ethical evaluation of interventions trials to prevent violence against women and girls fj = 
Poster 11: Bhavneet Bharti et al.: A quality chasm between patient expectations and optimal healthcare | 
management: Ethical challenges for healthcare providers in an unequal world 
Poster 12: Brajaraj S Ghoshils it ethical to allocate a fixed budget to address the nutritional inequity among TB 


patients? 
Poster 13: Shalom Chalson et al.: Ethical and professional governance of routine healthcare service delivery in 


Asia-Pacific countries 


Poster 14: Charles Dupras et al.:Epigenetics, ethics, law and sagen | iechciaad A multidisciplinary re review 
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Poster 15: Charles Dupras et al.: Presenting the new Canadian Journal of Bioethics/Revue Canadienne de 
bioeéthique 


Poster 16: Cristina Costa:Teaching medical ethics: Are we doing it right? 


Poster 17: Cynthia P. Paidipati, Connie Ulrich: Moral distress, depression, and suicide risk among nursing 
students: Expanding bioethics into mental health and nursing education 

Poster 18: Daniel Strech et al.: How well do animal studies contained in regulatory documents support the 
protection of human subjects? 
Poster 19: David Nderitu, Eunice Kamaara:The good and the bad of global North-South collaborative health 
engagements: The case of |U-Kenya Partnership 
Poster 20: Deepika Joshi et al.: Restrictions on contraception services: A violation of the human rights of the 
Baiga community 
Poster 21: Delshani Yasodara Peiris: A review of ethical and decolonising frameworks for sensitive health and 
bereavement research with Indigenous peoples in Canada 
Poster 22: Dominik Haselwarter et al.: Refugees on public hunger strike: An empirical investigation into 
complex ethical challenges for medical personnel 


Poster 23: Edwina Pereira:Revisiting the construct of marginalisation and child vulnerabilities 


Poster 24: EikoSuda: Obtaining informed assent from child participants: Challenges in Japan’s national birth 
cohort study 
Poster 25: Emilia Kaczmarek: Looking for the optimal way to reduce global health inequalities: Limitations of a 
human rights approach 


Poster 26: Fabiola Leyton: Climate change, gender and vulnerability: New challenges for bioethics 


Poster 27: Hany Sleem, Henry J Silverman: Initiation of Egyptian accreditation system for research ethics 
committees 
Poster 28: Hazar Haidar, Vardit Ravitsky:Barriers to and societal impact of non-invasive prenatal testing (NIPT) 
implementation: An empirical study of healthcare professionals from Lebanon and Quebec 
Poster 29: Itziar de Lecuona: Protection or commodification of personal healthcare data?: The challenge of 
research ethics committees in research and innovation 
Poster 30: Itzel Vila Paez:Bioethical proposal of the concept of vulnerability in Mexican health policies towards 
the elderly population 

Poster 31: J Jeyalydia et al.: ‘Post crash’ care: Ethical implications arising out of behavioural and health systems 
determinants 

Poster 32: Jean-Christophe Bélisle-Pipon et al.: Ethical issues of patient engagement in research: When ethical 
desiderata confront logistical imperatives 


Poster 33: Jessica Lorimer et al.: Young people’s moral self-understanding in early intervention for psychosis 
(EIP) services 


Poster 34: Johannes Immler, Silke Schicktanz: Age as allocation priority criteria in humanitarian aid: an ethical 
analysis of international guidelines 


Poster 35: Kalyani Thakur et al.:Coordination of FERCAP multicentric survey for informed consent process in 
India 


Poster 36: Lagos Karin et al.: Adapting the process of informed consent for people with intellectual disabilities 


Poster 37: Katharina Eisenhut et al.: Supporting women with mobile health technologies: The case of gender- 
based violence 


Poster 38: Katrina Hutchison: Implicit biases and micro-inequities in the surgical profession 


Poster 39: Kelvin Pais et al. 
A pilot study 


: Knowledge of the 2006 ICMR regulations among IEC members in Mangaluru City: 
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Poster 40: Kenji Tsuda et al.: Physician decision-makin 
sectional online vignette study in Japan 

Poster 41: Khin Mar Myint et al.: Effectiveness of a blended workshop on research ethics and responsible 
conduct in research for Myanmar academics 


Poster 42: Loretta Das, G Babu: Unmet healthcare needs of people affected by leprosy: An ethical concern for 
India : 


g pattern and family presence: A randomised cross- 


Poster 43: Lydia Aiseah Ariffin:Patient’s right to information in medical care 


Poster 44: Maria Villalobos-Quesada: Revisitin 
Law Observatory, University of Barcelona 
Poster 45: MaddalenaFavaretto et al.: Big data and discrimination: A systematic review of perils, promises and 
solutions 

Poster 46: Magi Murugan et al.: Exploring the knowledge of professionalism among interns and first-year 
postgraduate residents in a tertiary care hospital: A questionnaire-based study 

Poster 47: Mansingh et al.: Institutional Ethics Board: A barrier for the development of research in the nursing 
profession 
Poster 48: Mar Escarrabill, Angela Sales: Ethical, social and le 
multidisciplinary perspective 

Poster 49: Mary Kasule, Francis Barchi: Who makes the decision? A case of obtaining parental informed 
consent for paediatric HIV research in Botswana 


§ reproductive health: Recommendations of the Bioethics and 


gal aspects of sex selection through a 


Poster 50: Michael ChMichailo et al.: On bioethics in the context of anthropology, philosophy, and theology 


Poster 51: Michael Rost et al.: Higher burden of treatment and smaller benefits from palliative care: Are 
paediatric leukaemia patients disadvantaged? 
Poster 52: Michelle McGachie: Informed consent and genetic data collection: Should obli 
autonomy? 
Poster 53:MousumiSamal et al.: Informal healthcare providers and universal health coverage: An ethical 
challenge in resource-poor settings 
Poster 54: Giin Mukadder et al.:Gender perception of university students receiving formation training in 
Turkey 
Poster 55:NchangwiSyntiaMunung et al.: A principle-based governance framework for genomics research and 
biobanking consortia in Africa 
Poster 56: PS Sreejith, K R Chandramohanan Nair:The influence of affluence in the choice of assisted 
reproductive technology and why it warrants a policy change 
Poster 57: Pacifico Eric Eusebio Calderon: Social networking behaviour of medical students in the Philippines: 
Moral lessons from the world’s social media capital 
Poster 58: Parshant Kumar: Rising accredited social health activists (ASHAs) in rural India: A study in Kursela 
block, Katihar district, Bihar 
Poster 59: Preeti, Rahul Dandge: Ethical implications of healthcare policies and services on the health of 
women sex workers 
Poster 60: Prem Prakash Anand et al.:Study of assessment of stigma among community members in 
Chhattisgarh 
Poster 61: Priya Sreedaran:Ethical perspectives on contextual factors for individuals who have attempted 
suicide: A viewpoint from India 
Poster 62: Radha Malattiri, Feroz Aziz:Comparison of quality of life of support personnel of patients 
undergoing haemodialysis in hospital-based centres vs standalone centres 
Poster 63: Rajib Kishore Hazam et al.:Revision of the ICMR National Ethical Guidelines for Biomedical and 
Health Research, 2017: consultations and engagement with stakeholders 


gations outweigh 
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Poster 64: Rebecca Duncan:A qualitative study of adolescents’ and GPs’ responses to a proactive LARC 
provision model 


Poster 65: Roy Joseph, Koh Pei Lin: Ethical decision making at death’s door 


Poster 66: Sachin Barbde et al.:An ethical inquiry into a series of trials and scale ups of community 
mobilisation for improved birth outcomes in Jharkhand and Odisha, India 


Poster 67: Sagar Karia et al.:Organ donation: Awareness, attitudes, and beliefs amongst people in Mumbai 


Poster 68: Salla Sariola:Managing mistrust - community engagement in global health research 


Poster 69: Sanjida Arora, Sujata Ayarkar: Violence during pregnancy: A case of routine screening 


Poster 70: Sarita Kar: The role of women in the nursing profession: A care theory perspective 


Poster 71: Satyajeet Nanda: Unequal governance, disproportionate participation, and asymmetrical outcome: 
Evidences from India’s national sanitation program 
Poster 72: Senneil Gomes et al.: An exploration of the effects of burn injuries on the self-image and personal 
relationships of patients with burns: a qualitative study among a sample of persons admitted to a tertiary 

teaching hospital in South India 


Poster 73: Shahd Osman et al.: A review of the national guidelines for research ethics in Sudan 


Poster 74: Shalini Garg, V Raman Kutty: Advice to be active: Ethical responsibility of healthcare providers? 


Poster 75: Shelley Saha, Amulya Nidhi:Ethics and legal violations in clinical trials in India 


Poster 76: Shobha Mocherla: Perceived inequities in patient satisfaction with eye care for glaucoma in South 
India: A case for initiating communication skills training in medical schools in India 


Poster 77: Shruti Arora:Youth-led audit of sexual and reproductive health services 


Poster 78: Siddharth Sarkar et al.:Coerced substance use versus mental health care: Is there difference in 
public opinion? 
Poster 79: Smridhi Singh, Anitha C T:A study on occupational health and safety of street vendors of Delhi and 
Hyderabad: A case for Universal Health Coverage 


Poster 80: Sualeha Siddiq Shekhani et al.:Suicide and deliberate self-harm in Pakistan: a scoping review 


Poster 81: Subashini Sundararajan, Vijayaprasad Gopichandran :Emotional intelligence among students ina 
medical college in Chennai, India 
Poster 82: Sumana Navin, Sunil Shroff:Offering organ transplants to foreigners in India - Is this ethically 
challenging? 
Poster 83: Sumin Kim et al.: Experts’ perception and attitude on Direct-to-Consumer Genetic Testing (DTC-GT) 
in Republic of Korea (ROK): Ethical, legal, and social implications 


Poster 84: Sunu C Thomas: Medicalisation of infertility: Women’s agency to negotiate treatment or 
discontinue it 


Poster 85: Ukyo Shimizu et al.:Developing a training program for clinical research ethics consultants in Japan 


Poster 86: Uma Kulkarni:Bevacizumab, the off-label drug tsunami - Safety, affordability, 
ethics against a backdrop of lack of policies 


vulnerability and 


Poster 87: Umesh Wadgave: Seeking informed consent from the vulnerable: review of ethical guidelines 


Poster 88: Upendra Bhojani et al.: Enhancing inclusion of minorities in India: What do we know? What we 
ought to know? 
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Poster 89: Upendra Bhojani et al. 
parental consent 
Poster 90: Varadharajan Srinivasan et al.: Introducing access to epilepsy care in primary health centres — an 
implementation research study in Uttarakhand State, North India 
Poster 91: Aparna M, Vijaya Hedge:Ethical challenges in India in the conduct of research with persons with 
intellectual disabilities 
Poster 92: Teenu Thomas, Vijaya Hegde:Ethical 
for health research 
Poster 93: Voo Teck Chuan:Healthcare professionalism and ethical issues in medic 
migrant workers with non-work-related injuriesand illnesses 
Poster 94: Yelisetty Ramya Jyothi et al.:Evaluation of knowledge and practice of informed consent procedures 
in a tertiary care hospital in India 
Poster 95: Ziimrit Alpinar-Sencan et al.:The ethics of early dementia diagnosis: Considering stakeholder 
perspective in a cross-cultural paradigm 
Poster 96: Komal Kashyap et al.:Using international research scales on QOL and spirituality in developing 
countries: Ethical implications from two studies in India 


:Public health research on “ris 


k” behaviours among minors: implications for 


perspectives in the use of personal data from medical records 


al care and repatriation of 


11.15- 11.45 - LEL TRACKS DETAILS 


| Parallel Arts Festival: — 
__| FILM: The Poetics of Fra | _ 
| Nicolds Grandi & Lata M aves stc o with opti _ 
| of nature’s delicacy to r in tO existence. 1: reening followed by a 
20 minute discussion with D . 


| Venue: Pope Paul VI Audi 


Main Congress oe Le | 

Parallel Tracks: Oral Presentations (P): Groups P18 to P32: and 
Parallel Tracks: Rapid Round (RR): RRS to RR& | 
Note: Confirmations from some co-chairs are awaited 3 
P19. Biomedical Research Ethics 


11.45 -13.15 


P18. Health Care 


Ethics 
Co-chairs: Verina Wild Co-chairs: Joseph Ali, Marcel Verweij 
Venue: College Board Room Venue: 1st Floor Lecture Hall (old) 
P18 (a):Nancy S. Jecker, Jacqueline Chin: Respecting P19 (a):Gershom Chongwe et al.: Ethical issues 
the dignity of foreign domestic workers caring for surrounding adaptive trial designs 
elderly Singaporeans P19 (b):Irene Jao et al.: Experiences and perceptions 
P18 (b):Sylvia Agbih: Health care for refugees: of participants around decision-making for 
Inequality and the meaning of health and vulnerability | involvement in Malaria challenge studies 
P18 (c):Benita Itty, Shanthi D’Souza: Human P19 (c):Phoebe Friesen: Efficacy according to EBM: 
trafficking and the need for health and welfare Are we missing out on placebo responses? 
services P19 (d):Manuel Jesus Lopez Baroni: Research with 
P18 (d):Meredith Schwartz: Respect and Colonialism | animals in the European Union 
as a Determinant of Health P19 (e):Elizabeth Téllez Ballesteros, Beatriz Vanda 


Canton: Is it possible to benefit laboratory animals in 
biomedical research? 


P20. Responding to Pandemics and Humanitarian P21. Gender Justice 
Crises:Ethical Matters Co-chairs: Ruth Macklin, Sandhya Srinivasan 
Co-chairs: Anant Bhan, Vijay Gopichandran Venue: CommunityMedicine Demonstration Room 1 — 
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Venue: Pharmacology Demonstration Room 

P20 (a): Carleigh Krubiner et al.: Pregnant women 
and vaccines against emerging pathogens: Ethics 
guidance on inclusive and responsive vaccine 
development and deployment 

P20 (b): Lisa Scwartz: “You just want to talk less and 
start the treatment”: Perceptions of research during 
the 2014-16 Ebola Crisis 

P20 (c): Maria de Jesus Medina Arellano, Ana 
Gerogina Alba Betancour :The Zika vaccine: From 
Oxford University to Mexican communities 

P20 (d):Matthew Hunt:A living laboratory? Ethics and 
experimentality in humanitarian healthcare 
innovation 


P22. Gender Identities and Health Care Ethics 
Co-chairs: Prabha Nagraja, Silke Schicktanz Venue: 
Community Medicine Demonstration Room 2 

P22 (a): Vinay Chandran: Hegemony of the “normal”: 
Healthcare discrimination against LGBTQIA in 
southern India 

P22 (b): Anurag P Nair, Vinay Chandran: Salutemcura 
impedimenta: Healthcare experiences of non- 
conforming sexual orientations and gender identities 
youth in South India 

P22 (c): Arpita Das:Bioethical considerations of 
intersex case management: Exploring the Indian 
context 

P22 (d): Bilkis Vissandjée, Zenab Sangare Female 
genital cutting and the ethics of care: Community 
engagement and respectful care at the interface of 
migration experiences 

P22 (e): Anwesha Pathi, Bilkis Vissandjée: Navigating 
intersections of ethics, legality, and gender in female 
genital mutilation/cutting: A scoping review 
P24. Ethical Issues in Assisted Reproductive 
Technologies 

Co-chairs: Farhat Moazam, Vrinda Marwah 
Venue: Biochemistry Demonstration Room 1 

P24 (a):Rakhi Ghoshal, Bronwyn Parry:Creating 
infertility: a political economy of the subaltern ART 
market in India 

P24 (b): Simisola O. Akintola, Olohikhuae O. 
Egbokhare:Rethinking parenthood in assisted 
reproductive technology in Nigeria 

P24 (c):Nitzan Rimon-Zarfaty: Timing fertility: A 
comparative analysis of temporality constructions and 
the social practice of egg freezing in Germany and 
Israel [Over skype] 


P21 (a): HazarHaidar, Aliya O. Affdal:Uterus 
transplantation and vulnerability: Implications for 
women in Muslim communities 

P21 (b):Daisy Dutta, ChhandraChakraborti: Menstrual 
Hygiene Management schemes in India: How fair and 
equitable? 

P21 (c):Nancy Clark, Bilkis Vissandjée Exploring 
intersectionality as a policy tool for gender-based 
policy analysis: implications for language and health 
literacy as key determinants of integration 

P21 (d):John B Appleby: Taking transgenerational 
health risks seriously: an ethical defence of sex 
selection in the context of mitochondrial replacement 
techniques 


P23.Maternal Health and Ethics 
Co-chairs: BebeLoff, Deepa Venkatachalam 

Venue: 2nd Floor LectureHall (old) 

P23 (a): Farah Focquaert, Kristof Van Assche:The use 
of contraception in forensic psychiatric contexts 

P23 (b):Li Xiaojie: Women’s obstetric autonomy in 
rural China: Reflections on the “Yulin pregnant 
woman jumps to death” incident 

P23 (c):Asha Kilaruet al.: Ethical concerns in maternal 
health services in Bangalore: Reflections from the 
field 

P23 (d):Vardit Ravitsky: Cross-border medically 
assisted reproduction and the right to know one’s 
genetic origins 


P25.Ethical Issues in Stem Cells Research and 
Therapy 

Co-chairs: Joseph Millum, Udo Schuklenk Venue: 
Biochemistry Demonstration Room 2 


P25 (a): Ken Taylor, Simon Woods: Portabolomics 
and responsible innovation: Challenging potential 
inequalities of opportunity in benefitting from 
synthetic biology 

P25 (b): Sonja Erikainen, Sarah Chan Patienthood, 
participation, and consumption in the digital era: 
Direct-to-consumer marketing of experimental stem- 
cell therapies 

P25(c): Wendy Lipworth et al.:Stem cell registries, 
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P24 (d):Priya Satalkar Social egg freezing in urban 
India: Who benefits and at whose cost? 

P24 (e):Catherine Mills: Remaking motherhood: MRT 
and alterity in maternal relations 


P26. Advances in Bioethics Thinking - 2 
Co-chairs: David Hunter, Vikki Entwistle Venue: 
Pathology Demonstration Room 1 

P26 (a): Cornelius Ewuoso: Justified paltering within 
clinical contexts: Insights from African moral theory? 
P26 (b): Candice McKenzie, Dominique E 
Martin:Indigenous health ethics: A call to action 

P26 (c):Paul Macneill: Philosophy and Ethics, East and 
West: Aristotle and Patafijali 

P26 (d):R Broekstra, ELM Maeckel berghe: An 
analysis of the concept of solidarity from a Dutch and 
Japanese perspectives: solidariteit and kizuna 

P26 (e):Theresa Burgess et al.:Ethical and legal issues 
associated with ancillary care provision in female 
adolescent sexual and reproductive health research in 
South Africa 


P28. Health,Human Rights and Justice 

Co-chairs: Ojaswini Bakshi, Simisola O Akintola 
Venue: Microbiology Demonstration Room 1 
P28 (a): Supriya Subramani: Critical reflection on 
‘rights’ in bioethics 
P28 (b):Christine Mitchell et al.: 
What is a universal human right to science (and why 
does it matter)? 
P28 (c):Gopal Krishna: Research on chrysotile 
asbestos: An ethical failure of National Institute of 
Occupational Health and National Human Rights 
Commission 
P28 (d):Bridget Pratt, Adnan Hyder: Linking 
participatory action research on health systems to 
justice in global health: A case study of the Manifest 
project in rural Uganda 
P30.Health Justice and Equity with Reference to 
Disadvantaged Groups 
Co-chairs: Edward Pinto, Usha Raman 
Venue:Physiology Demonstration Room 1 
P30 (a): Surekha Dhaieta, K B Obalesh: Confronting 
and challenging an unethical and unjust social 
context: A case study of manual scavengers in 
Karnataka and their campaign for rights and dignity 
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innovation, and conflicts of interest 
P25 (d):Priya Ranjan: The Capitalisation of 
desperation and hope: Investigational stem cell 
therapy in India and the question of bioethics 

P25 (e):Charles Dupras et al.: Epigenetic 
discrimination: Emerging uses of epigenetic tests and 
limitations of policies against genetic discrimination 
P27.Medical Ethics Curriculum 

Co-chairs: Aamir Jafarey, Vina Vaswani Venue: 
Pathology Demonstration Room 2 

P27 (a): Calvin W. L. Ho et al.: Nurturing the value of 
“respect for persons” in (inter-) professional identity 
formation of healthcare students 

P27 (b):David Hunter: Medical ethics education: A 
discourse-driven approach 

P27 (c):Mark Tan Kiak Min: Considerations for 
utilising Massive Open Online Courses to deliver 
undergraduate medical ethics curriculum in Malaysia 
P27 (d):Savitha D et al.: An exploration of the hidden 
curriculum in undergraduate medical training: Student 
perspectives from South India 

P27 (e):Carwyn Hooper, Paula Baraitser: Tackling 
ethical and global health issues associated with 
healthcare electives in low- and middle-income 
countries using a Massive Online Open Access Course 
P29.Neuroethics 

Co-chairs: James Wilson, Ravikumar R Venue: 
Microbiology Demonstration Room 2 

P29 (a): David Silkoff:Ethics among alcohol and other 
drug clinicians: Challenges in everyday work with 
people who have addictions 

P29 (b):Subrata Chattopadhyay: How cultural 
neuroscience can contribute to global bioethics: 
diversity in brain functions and the questionable 
“universal” principle of individual autonomy 

P29 (c):Karola Kreitmair:Epistemological and 
existential implications of consumer neuro 
technologies 


P31. Political Economy of Health Care 

Co-chairs: Avita Johnson, George Matthew Venue: 
Physiology Demonstration Room 2 

P31 (a): Archana Diwate, ArunGadre: Revisiting 
promotional practices of the pharmaceutical industry 
in India: State of ethics 

P31 (b): Sachin Ghimire:Medical encounter in Rolpa: 
A mission against state-patronised corruption Buy 
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P30 (b):Renu Khannaet al.: Understanding health P31 (c):Indira Chakravarthi, Shweta Marathe:Medical 
inequities in tribal communities: Reflections on some ethics in times of healthcare ‘business’, competition 
ethical issues and profiteering 

P30 (c):Agomoni Ganguli-Mitra:Why bioethics needs | P31 (d):Antonio Sandu, Ana Frunza:The management 
to take structural and epistemic justice seriously of self-care as an expression of the responsibility 

P30 (d): Mohammed Shaikh Farid: Religious, cultural towards one’s own health 

and legal barriers to organ donation: The case of 

Bangladesh 


32. Pharmaceuticals and Access to Medicines 
Co-chairs:Kajal Bhardwaj, Sridhar Venkatapuram 
Venue: Forensic Medicine Demonstration Room 1 
P32 (a): Adsa Fatima: Biological drugs: Newer 
development, ethical concerns 

P32 (b):PrathibhaSivasubramanian, Sarojini N: 
Unethical patenting, unaffordable medicines — 
Deepening inequities 

P32 (c):P. OmkarNadh: From a revenue-based 
business model to a growth-based business model: 
The case of the Indian pharmaceutical and biomedical 
industry 

P32 (d):Veena Johari et al.: Ethics of restricted access 
to drugs for MDR-TB 
RR5:Multi-theme Ethics Deliberations 
Co-chairs: Upendra Bhojani 
Venue:Auditorium Meeting Room 1 
RR5 (a): Atsushi Kogetsu, Kazuto Kato: Analysis of 
ethical, legal and social issues with electronic methods 
for participant engagement in medical research 

RR5 (b): Michael Campbell: What is informed consent 
and why does it matter? 

RRS (c): Yanfang Wang, Yali Cong:Ethics review of 
one Health research study and discussing big health 
data ethics 

RRS (d):Mary A Ottet al.: Ethical considerations for 
inclusion of children of minor parents in clinical trials 
RR5 (e):Nathalie Egalite:Age testing of 
unaccompanied minors: Ethical, cultural, and social 
considerations 

RRS (f):Shingo Segawa: Autonomous model of 
action versus autonomous model of personality 
RRS (g):Frangoise Baylis: Reasons not to invest time, 
talent and treasure in human nuclear genome transfer 
RRS (h):Fabiola Leyton: Overcoming speciesist 
science: The role of ethics committees in animal 
research assessment 
RR7: Advances in Health Technologies and Ethics 
Co-chairs: Abha Saxena, Sgren Holm 

Venue: Annexe Meeting Room 

RR7 (a): Madelaine Ley:Robot-touch: Proactive ethics 


RR6:Public Health Ethics 
Co-chairs: Andreas Reis, Prashanth NS Venue: 
Auditorium Meeting Room 2 

RR6 (a): Gopal Dabade et al.: A study on zoonotic 
tuberculosis in selected rural areas of Bagalkot and 
Belgaum districts of Karnataka state 

RR6 (b): Zohar Lederman: Culling of badgers in 
England 

RR6 (c):Niels Nijsingh, Anne van Bergen: Choice 
architecture and antimicrobial stewardship in the 
patient—doctor relationship 

RR6 (d):Adithya Pradyumna et al.Critical reflections 
on Health Impact Assessment — an important 
instrument towards Health For All? 

RR6 (e):Harald Schmidt: Work requirements and 
other attempts to promote personal responsibility in 
Medicaid: Recent developments in the USA 

RR6 (f):Jane Johnson, Chris Degeling: Ethics on the 
hoof: Does “One Health” require its own ethical 
framework? 

RR6 (g):Simon Coghlan:Expanding bioethics via the 
concept of OneHealth 


RR8: End of Life, Philosophy, Theology 
Co-chairs: Amit Chakrabarty,SamiranNundy, 
Venue: Cardinal Gracias Hall 
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for assistive robotics in elderly care 

RR7 (b): Shanshan Wang and Xiaomei Zhai: An 
analysis of the ethical issues in the application of 
artificial intelligence technology to public health 

RR7 (c): Emily Postan: How was | made and who can | 
be? Genetic manipulation and self-conception 

RR7 (d): Aisha Michelle Lewis: The ethical dilemma 
of mosaic embryos in reproductive medicine 


RR7 (e): Sayani Mitra: Mobile bodies, mobile markets: 


The shifting base of commercial surrogacy from India 
RR7 (f): Tiia Sudenkaarne:Womb tech: ethics and 
global responsibilities of womb-related reproductive 
technologies 

RR7 (g): Shenuka Singh, Keymanthri Moodley: 
Ethical, legal, and social issues in biobanking in South 
Africa: developing context-specific educational 
modules for LMIC settings 


13.15-14.15 | DAY 2] Lunch Break 
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RR8 (a): Bhaskar jitNeog: Advance directives and 
passive euthanasia: The Indian story 

RR8 (b): Yicheng Chung: The legislation of the Patient 
Right to Autonomy Act and changes in the practice of 
filial piety in Taiwan 

RR8 (c): ME Yeolekar: Abandonment: Ethical and legal 
perspectives 

RR& (d): V Dinesh Kumaret al.: Cadaver disrobing: A 
ceremony to learn empathy from the dead 

RR8 (e): Sunil Shroffet al.: Should soliciting for organs 
be allowed through social media 

RR8 (f): Sujatha Suriyamoorthi, Sumana Navin: 
Influence of the extended family in decision making 
on donating organs — Ethical dilemmas 

RR8 (g): Jason D. Keune: Woodruff’s reverence as a 
foundational virtue for bioconservatism- 

RR8 (h): John Lunstroth:Can there be a uniquely 
Indian (Hindu) BioethWics? 


13.15— 14.15 | IAB General Body Meeting [Venue: Inside Food Court, Annexe 3] 


14.15 —15.45 


14.15 —15.45 Parallel Arts Festival 


Day 2| December 6, 2018| Parallel Arts Festival and Parallel Tracks Details 


Performing Resilience: lliness, identity and narrative 


An interactive engagement performed and facilitated by Benson Isaac and Shreelata Rao 
Seshadri, faculty of the Health, Development and Society Initiative, Azim Premji University, 
Bangalore (70 minutes including discussion) 

Venue: Maj Gen SL Bhatia Museum of the History of Medicine, St. John’s Research Institute 


Reflective Narratives: A literary panel —Rural surgeon/author Kavery Nambisan and 
journalist/author Gita Aravamudan discuss the use of narrative fiction and non-fiction to 
create reflective stories and an ethical discourse. “Beyond Cure - An Anthology of 
Reflections on Universal Health Care” by students and faculty of 

St. John’s Medical College will be released and excerpts narrated (90 minutes) 

Venue: Pope Paul VI Auditorium, St. John’s Research Institute 


14.15 —15.45 
WS/S18 to WS/S34 


el Tracks: In-Congress Workshops and Symposiums (WS/S): © 


MAIN CONGRESS | DAY 2| Parall 


Note: Confirmations from some co-chairs are awaited 


WS/S18: Carleigh B Krubineret al.: The ethics of 
priority setting on the path to national health 
insurance in South Africa: Public engagement, using 
social justice theories to assess impacts on 
disadvantage, and development of an ethics 
framework for health priority setting 

Venue: Annexe Meeting Room 


WS/S19: Silke Schicktanz, et al.: The ethics of “We’”- 
medicine: Solidarity, social care and public 
participation — a critical revision 

Venue:Auditorium Meeting Room 1 


WS/S20: Mark Sheehan et al.:Public, patient, and 
community engagement: Concepts and cases 
Venue: Auditorium Meeting Room 2 


Venue: Community Health Demonstration Room - | 


WS/S21: Reuven Brandt et al.:Ethical challenges in 
the implementation of gene drive technology 
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WS/S22: Kajal Bharadwaj et al.: Patents and access to | WS/S23: Keymanthri Moodley et al.: Ethical and 
medicines in India: Five years after the Novartis case social implications of HIV “cure” research in a 
Venue: Community Health Demonstration Room 2 resource constrained setting: South Africa 

Venue: Pathology Demonstration Room 1 
WS/S25: Ketki Ranadeet al.:Transforming gender and 
sexuality teaching in medicine: An LGBTQIA 
perspective 
Venue: Biochemistry Demonstration Room 1 
WS/S27: Dominque Martin et al.::Bioethics in 
medical education in the Asia Pacific: Challenges and 
opportunities 
Venue: Pathology Demonstration Room 2 
WS/S29: Fatima Alvarez Castillo et al.: Is there a need 
for an insurgent bioethics to build a more just world? 
Critical and reflexive questions, propositions and 
resolutions 
Venue: Microbiology Demonstration Room 2 
WS/S31: Lisa Schwartz et al.: Ethics and treatment 
options in end-of-life care: The view from complex 
humanitarian crises 
Venue: Forensic Medicine Demonstration Room 1 
WS/S33: Bridget Pratt et al.: Jennifer Prah Ruger’s 
Global Health Justice and Governance: A critical 
discussion 
Venue: Pharmacology Demonstration Room 1 


WS/S24: Calvin W. L.Ho et al.: Ethically situating high- 
cost medical interventions and programs in Universal 
Health Coverage 

Venue: Physiology Demonstration Room 1 
WS/S26: Avinash Desousa et al.: Ethical issues in 
modern practice of psychiatry 

Venue: Microbiology Demonstration Room 1 


WS/S28: Graeme Laurie et al.: Big data in health and 
research: Ethical considerations 
Venue: Biochemistry Demonstration Room 2 


WS/S30: Joseph Thamet al.: Social responsibility and 
health according to Christian and “Hindu” traditions 
Venue: Physiology Demonstration Room 2 


WS/S32: Niels Nijsingh et al.: Drug-resistant bacteria 
from a global environmental perspective 
Venue: Forensic Medicine Demonstration Room 2 


WS/S34: Udo Schiklenk et al.:‘Get Published: Your 
How-to-Guide’ Special Session by Wiley Publishers 

_ Venue: Annexe Board Room 
-15.45-16.15 | TEABREAK 


Plenary IV: 
Rethinking bioethics in the context of "health for all" 


[Venue: Main Auditorium] 


Chairpersons: 
Lisa Schwartz, McMaster University, Hamilton, Canada 


16.15 —17.45 


Keynote address 1: Dipa Sinha, Ambedkar University, New Delhi, India 
[Persisting Inequities: Hunger and Malnutrition in India] 

Keynote address 2: K J Joy, Promoting Participative Ecosystem Management (SOPPECOM), 
Pune, India [Unpacking Water as an Important Social Determinant of Health] 

Keynote address 3: James Dwyer, Upstate Medical University, New York City, USA 
[Environmental Justice and Moral Responsibility] 


MAIN CONGRESS | DAY 2| DECEMBER 6, 2018] EVENING ARTS FESTIVAL 
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_| DANCE: 
| Expressions of Creativity: Interpreting Congress theme through classical and contemporary 
dance performances (70 minutes) — 
| Venue: St John’s Main Auditorium 


_ _ | Bharatanatyam: Anuradha Venkatraman will depict women’s sexual rights in the context of 
18:00~—19:00 | 2 Story from the Marapnaiatha _ 


Kathak: Vaibhavi Joshipura will enact an episode from the Ramayana on the physica and 
| mental well-being of an expectant mother _ 


Classical and contem| Orary styles: The students of the Bererne Arts Department of 
| Christ University will perform an interpretation of the ee of the nee 


INSTALLATIONS/EXHIBITIONS 


| The Doll’s Speak — A collection of dolls made - Francoise Bosteels ane Indian _ 
life in all its complexities _ 
Venue: Academic ar st don s s Research Institute | _ 


“Talking Hands”: An outdoor instalistion. using reflective phetserephy F raises the, voice sor 

| people at the margins... “Do | matter?”. Conceptualised by Ma rio Vaz and produced by the 
Divisions of Bioinformatics and Health and Humanities, St. John’ s Research Institute — 
Venue: Cobbled walkway, St. ae s Research Vo 


“Health for All Goal”: A hietore phot ne) of documents from 1946 — 2011 (India And 

Global)collated by Dr Ravi Narayan of the Society for Community Health Awareness Research _ 
and Action (SOCHARA) 
Venue: Around St John’s Main Auditorium 


“MAIN CONGRESS] DAY 3| FRIDAY, DECEMBER 7, 2018 


09.00 —10.30 | Parallel Tracks: In-Congress Workshops and Symposiums (WS/S): WS/S35 to WS/S49 
Note: Confirmations from some co-chairs are awaited 
WS/S35: Kajal Bharadwaj et al.:A human rights WS/S36: Vilhjalmur Arnason: From dignity to 
approach to TB: Debating legal-ethical issues in the autonomy and back: Can autonomy serve the moral 
prevention and treatment of TB in India function of dignity in bioethical discourse? 
Venue: Annexe Board Room Venue: Annexe Meeting Room . 
WS/S37: Jackie Leach Scully et al.: Genomic WS/S38: John B Appleby et al.:The ethics and 
empowerment: Patients, publics, and global regulation of radically new reproductive technologies 
obligations Venue: Auditorium Meeting Room 2 
Venue: Auditorium Meeting Room 1 
WS/S39: Otmar Kloiber et al.: The ethos of medicine 
in a changing global landscape: An analysis of the 
feasibility of identifying and codifying core ethical 
principles for the modern medical profession ina 
globalised world 
Venue: Community Demonstration Room 1 


WS/S40: Kenneth W Goodman et al.:information 
technology and universal health coverage: 
Opportunities and ethical challenges for Big Data and 
Artificial Intelligence 

Venue: Community Health Demonstration Room 2 
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WS/S41: Seema K Shah, Michael Selgelid et al.: WS/S42: Trudo Lemmens et al.: Global trends in the 


Global challenges in the ethical conduct of human law on end-of-life care: Comparative reflections on 
challenge trials the implications of legalising euthanasia and 
Venue: Pathology Demonstration Room 1 physician-assisted suicide 


Venue: Physiology Demonstration Room 1 
WS/S44: Adsa Fatima et al.: Bioethics and sexual and 
reproductive health and rights: Intersections and 
implications for equity and justice 

Venue: Microbiology Demonstration Room 1 
WS/S46: Christy Abraham et al.: Geetamruta: Access 
to healthcare and employment for women with 
disabilities 

Venue: Physiology Demonstration Room 2 
WS/S48: Silke Schicktanz et al.: Cross-comparative 
perspectives on surrogacy and gamete donations: 
Disentangling ethical and social issues between 
transnational and national ART politics 
Venue: Microbiology Demonstration Room 2 


WS/S43: Mala Ramanathan et al.: Ethical issues in 
research on aging 
Venue: Biochemistry Demonstration Room 1 


WS/S45: Arun Mitra et al.: Impact of marketisation 
on ethical healthcare: Analysis and the way ahead 
Venue: Pathology Demonstration Room 2 


WS/S47: Arima Mishra et al.: Teaching and learning 
public health ethics: What works? 
Venue: Biochemistry Demonstration Room 2 


WS/S49: Beth E Rivin et al.:Transnational South— 
South collaborations to build bioethics capacity: The 
Pakistan—Indonesia Project 

Venue: Forensic Medicine Demonstration Room 1 


10.30—11.00 | DAY3|TEABREAK 


Editorial panel discussion 
[Venue: Main auditorium] 


Moderator: Trudo Lemmens, University of Toronto, Toronto, Canada 


Panellists: 


11.30 —12.30 | Amar Jesani, Indian Journal Of Medical Ethics; 
Calvin W. L. Ho, Asian Bioethics Review; National University of Singapore (NUS), Singapore; 
Marcel Verweij, Founding Joint Editor-in-Chief, Public Health Ethics; Wageningen University, 
Wageningen, Netherlands; Member, Governing Board, International Association of Bioethics 
Book Release: Ethics in Public Health Practice in India by Arima Mishra and Kalyani Subbiah 
eds. Springer 
Valedictory: 
Learnings from Bottom Up and Opportunities to respond to ‘Health for All' 
[Venue: Main auditorium] 
Chairpersons: 

12.30 — 13.30 Renu Khanna, SAHAJ, Baroda, India; 


Vardit Ravitsky, University of Montreal, Canada 


Summing up: 
Amita Pitre, Consultant, Public Health and Gender Justice; 

Gargi Mishra, Sama Resource Group for Women and Health; 
Nikita Surani, FMES Bioethics Centre; 
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Surekha Garimella, Institute of Public Health, Bengaluru, India; 


Valedictory Address: Recipient of the first IME Ethics Award [Meeting an obligation of 
‘Health for all': Bottom up learnings from Thuamul Rampur, Kalahandi, Odisha for global 
peer community] 


IAB Presidential address: Anant Bhan, Researcher in Global Health, Health Policy and 
Bioethics; Yenepoya University, Mangaluru, India 


IAB 2020: Handing over 


| 13.30 — 14.30 DAY 3] Lunch and Conclusion 


: | IAB Board High-Tea Meeting (closed meeting for Apara members only) [Venue: Inside 
14.30-17.00 | 
Food Court, Annexe 3] 


| Installations/exhibitions 


| “Talking Hands” — An outdoor installation using reflective Shc ecohy, raises the voice eof 
people at the margins....“Do | er?”. oda by Mario Vaz and produced » the 
Divisions of Bioinformatics and k a es, St. John’: 


Venue: Cobbled walkway, St. John s Escort ist 


“Health for All Goal” - A histor photo journey c of documents from ae 2011 (India And 
- Global)collated by Dr Ravi Narayan the Society for 

and Action(SOCHARA) ~—_— se 
| Venue: Around St John’s Main Auditorium 


CONCLUSION 
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ABSTRACTS 


Day 1 |Wednesday, December 5, 2018 | 11:45 — 13:15 


PARALLEL PAPER PRESENTATIONS AND IN-CON- 
GRESS WORKSHOPS 


GROUPS P1 TO P17 & RR1 TO RR4 


GROUP P1: PRIMARY HEALTH SERVICES AND ETHICS- 
Venue: College Board Room 
Time: 11.45 -13.15 


P1 (a): Films as a tool to highlight ethical concerns in 
public healthcare [Film] 


Sunanda Bhat, Olinda Timms 


Films can play an important role in influencing society. 
Social impact films bring voices of the marginalised into 
mainstream debates, positively impacting policy and 
practices. 


This paper presents the process of research and 
development of a media intervention project to highlight 
the issue of gender-based violence faced by Accredited 
Social Health Activists (ASHAs). The violence is attributed 
primarily to a hierarchal health system, nature of work 
in promoting women’s health, gender inequality at home 
and community, as well as low social status. 


A unique, creative campaign incorporating media and 
social interventions in Koppal, a drought-prone region of 
North Karnataka is being undertaken in collaboration with 
Karnataka Health Promotion Trust. Initial four months of 
formative research involves creating an interactive forum 
for ASHAs to share views on violence and discrimination 
in their lives. Their lived experiences form the basis to 
fine-tune other interventions. 


This will culminate in a capacity building process for 
ASHAs where they learn to recognise and address issues 
of abuse. Some of the other interventions implemented 
over a 2-year period are production of a fiction film made 
with community participation, using professional and 
non-professional actors, animation films highlighting the 
different forms of violence, street plays that engage with 
the community in an interactive manner and an Interactive 
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Voice Response System that provides a platform to the 
ASHAs to access information and share instances of abuse 
and violence within a closed group. 


The ethical concerns that arise from violence and abuse 
will be discussed as part of the presentation. 


P1 (b): Bolstering primary healthcare through 
Mohalla Clinics of Delhi 


Arun Gupta 


India ranks among the top 20 on its private spending on 
healthcare (4.2% of GDP) but ranks among the lowest in 
public spending on healthcare (1.1%). Delhi, excelling in 
medical tourism, has a robust tertiary care system but 
fares poorly in managing its primary healthcare. 


The Delhi government comes up with the concept of 
“Mohalla Clinics” to decentralise healthcare and provide 
universal access to primary healthcare. Of the 6,729 
crores allotted to health in Delhi’s 2017-18 budget, 12% 
of the total budget, 403 croreswere allocated for Mohalla 
clinics. 


By the end of 2017, around 8 million patients were 
examined in around 160 operational Mohalla Clinics. 50% 
people were first time users of any government health 
facility and 75% included vulnerable population (elderly, 
migrants, slum-dwellers, women and children). Around 
3% required referrals. 


Along with significant reduction in travel and opportunity 
costs for the patient, Mohalla Clinics also provide free 
access to healthcare thereby extending beneficence to 
the vulnerable and preventing maleficence in the form of 
tackling the menace of quackery. Many of these clinics 
are set up around JhuggiJhopris. The one-time cost of 
these 1,000 clinics is around 200 crores, much less than 
setting up a secondary hospital. Technology, in the form 
of medicine-vending machine, has been used in Todapur. 
There is a need to set up such clinics in schools, to 
move beyond sub-centres and focus on the preventive 
aspect along with curative. However, the innovation still 
performs well on access, equity, quality, political will and 
cost-effectiveness. 


s 


P1 (c): Reproducing the state: Mapping gender and 
caste in the experiences of Punjab’s ASHAs 


Vrinda Marwah 


Accredited Social Health Activists (ASHAs) -women 
community health volunteers in India—have been 
instrumental in improving the country’s reproductive 
health outcomes under the flagship National Health 
Mission. While existing evaluations highlight the 
Operational and financial gaps in the ASHA program, my 
research is interested in how ASHAs socially experience 
their role. Through ethnographic fieldwork that is a 
combination of interviews and observations in the North 
Indian state of Punjab, | ask: How do ASHAs succeed in 
delivering maternal and child health services? Moreover, 
what does their success tell us about the micro-level 
workings of state power and its Capacities to shape the 
lives of marginalised groups? 


| engage these overarching questions by interrogating a) 
the reasons why women continue to work as community 
Nealth volunteers; b) the meaning that this work has 
‘or them, beyond their formal tasks; and c) how caste 
affects their experiences with their community on the 
ne hand and with the health system on the other. My 
esearch builds on existing sociological literature on 
street-level bureaucracy and intimate labour. | find that 
vhile the state capitalizes on the marginalised caste and 
ender status of women who are ASHAs, it also provides 
)pportunities to mitigate these very social cleavages by 
ranting them unprecedented access through the role 
f an ASHA. Community health worker programs are 
ritical for the delivery of health services; this research 
rapples with questions of how to make such programs, 
nd the health system, more just and ethical for its 
vorkers. 


1 (d): On bioethics in Odontology 


va Neu, Michael Ch. Michailov, Janka Foltinova, 
iktor Foltin, Christoph Luetge, Florian Braun, Ulrich 
aerlin, Helmut Walsch, Germain Weber, Lothar Ze- 
uhr, Yorck Zebuhr, Helmut Zépfl 


ental infections lead to dangerous cardio-vascular, 
nal, cerebral, and gastrointestinal diseases. Lifestyle 
juses Can result in wastage of vast resources as a 
sult of dental pathology, more so due to the 
‘ivatisation of healthcare. A bioethical approach 
yuld initiate a new dental-policy through education 
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of dentists in ethics, as well as Orienting people 
to a healthier way of life from childhood, focusing 
on nutrition, sport etc. Spiritual education, mental 
somatic control (meditation etc.) can counteract 
dental pathology, drawing on traditional Chinese and 
Indian medicine e.g. Tai-chi, Yoga etc, support general 
local immunity and tissue regeneration. Discussion 
concerning medical phenomenology and ontology is 
necessary: The dominant “operative-therapy” ignores 
the multifactorial aetiology of dental-infections, low 
local and general immunity, and leads to acute-chronic 
sepsis. An effective multifactorial combined dental 
therapy is called for. Political-financial Support for a 
bioethics orientation in Odontology could lead to 
better dental prophylaxis and therapy and general 
health, a decrease in costs of dental treatment, help 
for developing countries, and be in accordance with 
the UNO- Agenda 21 for better health-education. Three 
case studies will also be discussed. 


eS Se eee 


GROUP P2: HEALTH RESEARCH ETHICS 
Venue: 1st Floor Lecture Hall (old) 
Time: 11.45 — 13.15 


ee ee 


P2 (a): Priorities for research funding: Whose 
burden of disease? 


Joseph Millum 


Governmental health research funding organizations 
are sometimes criticized on the grounds that they do 
not allocate their funding across diseases in proportion 
to the burden of ill health those diseases cause. For 
example, the US National Institutes of Health (NIH) 
devotes a much greater proportion of its funding to 
breast cancer and HIV/AIDS than their proportional 
contribution to the US burden of disease. Likewise, it 
devotes a substantially lower proportion of funding to 
lung cancer and chronic obstructive pulmonary disease 
than their disease burden alone would suggest. Similar 
points apply to the relationship between NIH funding 
and the global burden of disease. In this paper | assess 
these criticisms. 


The paper uses analytic philosophy - applying principles 
of distributive justice to the case of health research 
funding. 


There are good reasons for thinking that burden of 
disease should be one - but not the only-consideration 
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for government heaith funders deciding how to allocate 
research funding. 


The above conclusion leaves open two key questions 
about whose burden of disease should be taken into 
account: (1) Should government research funders 
consider the national or the global burden of disease? 
(2) Should government research funders consider the 
burden of disease of the current population or some 
future projected burden of disease? If the latter, then 
how far into the future? | outline how to answer these 
questions and illustrate the implications of each using 
data on NIH funding allocations. 


P2 (b): Consideration of values when setting 
priorities in nutrition research: Guidance for 
transparency 


Dana Hawwash,Wim Pinxten,Noémie Aubert 
Bonn,Roosmarijn Verstraeten,Patrick Kolsteren,Carl 
Lachat, 


Setting priorities in nutrition research requires the 
engagement of various stakeholders with diverse 
insights. Consideration of what matters most in research 
from a scientific, social, and ethical perspective is not an 
automatic process. Systematic ways to explicitly define 
and consider relevant values are lacking. The aim of this 
study is to develop guidance for value consideration 
when setting priorities in nutrition research. 


A mapping review was conducted to identify the existing 
priority setting exercises in nutrition research. The values 
found in each priority-setting exercise were extracted 
using qualitative content analysis and organised within 
a framework. The framework has been further validated 
through a stakeholder consultation. 


Of the 27 (n=22 peer-reviewed papers and 5 grey 
literature documents) studies reviewed, nearly a third 
failed to describe the represented stakeholders, and less 
than half reported on follow-up activities. All priority- 
setting exercises were led by research groups based 
in high-income countries. Three clusters of values (i.e. 
those related to impact, feasibility and accountability) 
were identified. These values were organised in a tool, 
which was validated through an online consultation with 
seven international stakeholders. The value-oriented 
tool provides guidance to enable explicit deliberation on 
research priorities from an ethical perspective. Also, it 
serves as a reporting tool to document how value-laden 
choices are made during Priority setting and help foster 
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accountability of the stakeholders involved. In that 
sense, the development of the tool is considered a new 
bridge between bioethics and nutrition research. 


Note: Hawwash D, Pinxten W, Aubert BonnN, Verstraeten 
R, Kolsteren p, Lachat C: Consideration of Values when 
Setting Priorities in Nutrition Research: Guidance For 
Transparency, Adv Nutr 2018 (in press) 


P2 (c): Ethical guidelines for public health research 
and practice in the Indian context: Call for action 


Bobby Paul,Aparajita Dasgupta, Lina Bandyopadhyay, 
Shamita Mandal 


Public health ethics relates to the dual obligations of 
protecting and restoring public’s health while respecting 
individual autonomy. The existing codes of medical 
and research ethics generally give higher priority to 
individual autonomy, which is imperfect in the context 
of public health since it involves prioritising of principles 
of beneficence and justice over autonomy. The widening 
of public health’s scope involves ascertaining risks, 
assessing health effects, promoting health and ensuring 
just distribution of public health resources. This has 
necessitated formulation of ethical guidelines for good 
public health practice in the Indian context. 


Key ethical challenges in the shared use of geographic 
health information in public health programmes, digital 
disease detection involving big data handling, and code 
of conduct for operations research analyst engaged 
in the betterment of health programmes are some of 
the unchartered domains where specific guidelines 
are necessary. Code of conduct stressing upon 
professionalism, values and avoidance of scope needs 
to be formulated for health workers, emergency medical 
responders, health educators, dietetic aides etc. 


Utilitarianism, liberalism and communitarianism are 
philosophical views invoked in public health discourse 
while issues like effectiveness, proportionality, necessity, 
least infringement and public justification are necessary 
for decision-making and implementation of public 
health interventions. 


The development of analytical tools to help public health 
professionals implement programme interventions is 
vital. Formulation of ethical guidelines for public health 
institutions and practitioners as a standard to which they 
can be held accountable is also the need of the hour. 
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P2 (d): Need for comprehensive ethics guidance for 
public health advocacy 


Pragati Hebbar, Upendra Bhojani 


Advocacy has long been acknowledged as an important 
public health strategy towards achieving health for all. 
However, unlike with public health research, there is a 
lack of comprehensive ethics guidance on the practice 
of health advocacy. 


We conducted a scoping literature review to map 
available guidance on ethics of advocacy in general and 
health advocacy in particular. We provide a narrative 
summary of available guidance and of the major issues 
affecting public health advocacy. Several issues such as, 
paternalism versus personal choice as guiding ideology, 
agenda setting, framing of issues, cherry picking of 
evidence, misrepresentations of research and/or 
community voices, and funding for advocacy have 
significant ethics implications for the practice of public 
realth advocacy. While the necessity for separate ethical 
3uidelines for practice of public health has been raised 
since 2015, we are yet to have a consensus framework 
or public health ethics. The review of prominent public 
vealth ethics frameworks reveals some overlap of 
oundational values and Operating principles. Some of 
he practice- and theory-based frameworks emphasising 
he political and legal foundations of public health 
rovide useful guidance for public health advocacy. 


Jespite the desirability of public health advocacy, there 
3 a lack of sound and practical guidance on ethical 
onduct of the same. Most Institutional review Boards 
nd Ethics Committees do not consider reviewing non- 
esearch activities, especially advocacy initiatives as part 
f their mandate. There is need for synthesising available 
thics frameworks on advocacy and developing practical 
uides that help public health advocates in day-to-day 
ctivities. 


2 (e): Ethical requirements for improving 
eveloping nations negotiation capabilities in 
ternational biomedical (1B) research 


ichana Sova 


ssearchers argue that the existence of an asymmetric 
wer relationship is a barrier for developing nations 
INs)to achieve fairness in negotiation, and therefore 

the distribution of the benefits and burdens of 
ternational biomedical (IB) research. How should this 
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asymmetric power relationship in negotiation regarding 
IB research be addressed? 


Achieving global health rights also specifically requires 
improving the negotiation capabilities of DNs- that is, 
providing them with fair access to relevant information 
(‘knowledge power’) and better input into relevant 
decisions (‘political power’). These capabilities are 
vital for DNs to claim their global health rights and for 
improving fairness in the distribution of IB research 
benefits. Applying the Capability approach, | argue 
that fundamental principles of justice, such as equal 
Opportunity play a crucial role in bringing fairness into 
negotiations. 


What does improving the negotiation capabilities of DNs’ 
mean in the context of IB research? Capability involves 
both ability and opportunity. Enhancing the negotiation 
skills of DN representatives would help them better - 
identify when research proposals are not responsive 
to the host community’s health needs, are ethically 
or morally acceptable, or are exploitative and thus to 
better negotiate with research sponsors. about these 
matters. This will in turn enable the host community 
to reject a research proposal or to claim compensation 
from any harms that result from participating in the 
research. Representatives of DNs would also become 
more capable of negotiating a fair level of benefits for 
research participation. 


re 


GROUP P3: INFORMED CONSENT 
Venue: Pharmacology Demonstration Room 
Time: 11.45 — 13.15 


2am eee ee Lane eee ee ee? 


P3 (a): Reconceptualising the meaning of the 
principle “respect for persons” in an Ubuntu-driven 
consent system 


Tintswalo Brenda Mahlaola 


Attaining equal dignity for all remains an ongoing 
challenge in bioethics. Informed consent forms a basis 
through which the principle of “respect for persons” 
(RfP) is applied in promoting human dignity and 
rights. However, the meaning of RfP depends on the 
philosophical approach underpinning the informed 
consent system. In an individualistic approach, where 
human rights are prioritised, RfP implies the preservation 
of the right to autonomy. This raises the question of 
whether the interpretation of RfP that prioritises the 
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humanity of others over individual autonomy should be 
the one that matters. 


This paper is a purely normative enquiry intending to 
develop a new notion of RfP grounded in Ubuntu. It 
critically evaluates the meaning of RfP in an Ubuntu- 
driven consent system, a system that takes a collectivist 
approach in which the humanity of others is prioritised 
instead. 


The paper advances the standpoint that the meaning 
of RfP should include but not be limited to autonomy. 
A probable objection to this position that an Ubuntu- 
driven consent system is a form of benevolent coercion 
is addressed. A moral pluralism framework is employed 
to develop and defend this new conception of RfP. 
The paper proposes that the principle of autonomy 
be replaced by the principle of RfP owing to its limited 
meaning. 


P3 (b): Social construction of ethics: Meaning of 
informed consent 


Ana Frunza, Antonio Sandu 


Ethical standards are the result of a process of social 
construction: an interpretative agreement between 
different communicative actors upon accepting certain 
social practices. The value of the human individual is 
operationalised through the principle of respect towards 
autonomy, and formalised through the obligation to 
obtain informed consent in medical practice and in the 
research on human subjects. We aim to highlight the 
meaning of the term informed consent in a cultural 
context different from the western one, namely in 
Romania— an Eastern European country. From an ethical 
point of view, in this cultural area, there is an indifference 
to formal institutions and a tendency towards double 
standards with an informal emphasis. Previous research 
has shown that physicians use informed consent as 
an administrative tool to protect against malpractice 
charges, rather than as a result of ethical reflection. 


This research was conducted through interviews with 
physicians and patients based on the narrative approach 
and interpreted through grounded theory. 


The results partially confirmed the administrative 
formalisation in the use of informed consent and 
neglect towards the ethical significance of obtaining 
such consent. In the context of pronounced paternalism 
of the medical model, the interpretative drift of the 
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concept has depreciated the value of autonomy before 
that of authority. 


Atheory has been proposed on the limits of the extension 
of informed consent practices to other cultural spaces, 
and an interpretative derivation of the term autonomy 
according to cultural contexts. 


P3 (c): Ethical challenges in obtaining informed 
consent in the RHDGen study in Cape Town, South 
Africa 


Francis Masiye, Bongani Mayosi, Jantina De Vries 


Advances in genomic research have introduced new 
challenges in obtaining informed consent (IC) for research 
in low- and middle-income settings. Few studies have 
explored challenges in obtaining IC in genomic research 
in Africa and none in South Africa. To start filling this 
gap, we investigated the efficacy of IC procedures in a 
genomic study on Rheumatic Heart Disease (RHDGen) 
at the University of Cape Town in South Africa. The aim 
of the study was to understand ethical challenges in 
obtaining IC in the RHDGen study. 


We used a qualitative study methodology involving in- 
depth interviews (IDis) and participant observations 
(POs). Our participants were RHDGen cases and controls 
as well as research staff. In total, we conducted 34 IDIs 
and 57 POs of the IC procedures. The IDIs were conducted 
in English, audio-recorded and transcribed verbatim. All 
the data were analysed using thematic content analysis. 
The study was conducted in 3 sites within Cape Town in 
South Africa. 


Most controls joined the RHDGen study in order to be 
screened for RHD. Some cases thought the RHDGen 
study was part of routine clinical care. Some research 
staff felt unsafe and insecure at one of the recruitment 
sites. A majority of the cases joined the RHDGen study 
in order to help future RHD patients. Some participants 
were scared of giving blood. Finally, participants had 
difficulty in understanding genomics, DNA and data 
sharing. 


Ethical challenges that affected obtaining IC in the 
RHDGen study are complex. The challenges included 
diagnostic and therapeutic misconception, insecurity, 
altruism, fear of giving blood, and difficulty in 
understanding genomics, DNA and data sharing. 


# 


P3 (d): Ethics of consent and data privacy in genetic 
research 


Anita Kleinsmidt 


Data privacy regulators in South Africa and the EU regard 
genetic information as highly sensitive, requiring specific 
consent for testing, storing and further processing. 
Genetic testing has advanced beyond what was envisaged 
when consent was Originally taken. Does additional 
testing breach the specific consent requirements? Will 
the specific consent requirement have a chilling effect 
on genetic research? There is a need to harmonise 
data protection with advancing genetic research while 
meeting acceptable levels of informed consent from 
research subjects. 


Testing of stored genetic samples which was not 
affordable at the time of taking consent, or where tests 
did not exist previously, has become feasible especially 
with next-generation sequencing. The Protection of 
Personal Information Act, 2013, in South Africa and the 
General Data Protection Regulation 2016/679 in the 
EU try to balance competing interests of privacy with 
benefits of research and access to information. The 
definition of consent in the South African Act is “any 
voluntary, specific and informed expression of will”. 
Personal information must be collected for a “specific, 
explicitly defined, lawful purpose”. Researchers 
currently obtain broad consent for tests to allow them 
to conduct further tests with different research aims in 
the future. Broad consent is not as specific as required 
by legislation as the subject is unaware of the future use 
of their samples which may not conform to the original 
ourpose. 


Tiered consent should be legally compliant unless the 
inal regulations waive specific consent, allowing broad 
-onsent. 


3ROUP P4: ETHICAL MATTERS IN CLINICAL TRIALS 
/enue: Community Medicine Demonstration Room1 
rime: 11.45 — 13.15 


4 (a): The ethics of end-of-trial obligations ina 
yaediatric malaria vaccine trial: The perspectives of 
takeholders from Ghana and Tanzania 


laire Leonie Ward, David Shaw, Evelyn Anane-Sar- 
ong, OsmanSankoh, Marcel Tanner, Bernice Elger 
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The global health community ranks immunisations 
against infectious diseases among the most cost- 
effective public health interventions for reducing global 
child morbidity and mortality. A natural consequence of 
this drive for new childhood vaccines is the need to test 
them among more paediatric populations and in various 
disease transmission settings. These trials are essential 
so that any vaccine introduced into a population is 
shown to be safe, effective and well tolerated. Paediatric 
vaccine trials generate new knowledge about vital life- 
saving preventive measures to protect children under 
five against disease. This study explores stakeholder 
experiences and perspectives on end-of-trial obligations 
at the close of a phase II/II| Paediatric Malaria Vaccine 
Trial (PMVT) [GSK/PATH-MVI RTS, S) (NCTO0866619]. 


We conducted 52 key informant interviews with major 
stakeholders of an international multicentre PMVT in 
Ghana and Tanzania. The responses fell into four main 
themes: i) Communicating end-of-trial; ii) Maintaining 
healthcare services; iii) Dissemination of results; and iv) 
Post-trial access. 


Interviewee responses shared important practical 
experiences and insights that complement current 
thinking in the literature on research ethics guidance: 1) 
Accompany end-of-trial communication with information 
on personal and family healthcare responsibilities; 2) 
Establish public health indicators to measure the impact 
of research on a healthcare system; 3) Design a gradual 
exit strategy with opportunities to address unplanned 
events; 4) Endorse a principled approach of continuity 
of care when designing a healthcare service handover; 
and 5) Devise an actionable post-trial treatment access 
pathway with diverse stakeholder representatives. 


P4 (b): The Minnesota starvation trial and force 
feeding: A flawed foundation 


Zohar Lederman 


During 1944-45, 36 young Americans—considered 
“volunteers”—were put on a_ semistarvation diet 
underneath the Memorial Football Stadium at the 
University of Minnesota. The researchers documented 
the effects of partial starvation on their body. Several 
participants developed manifestations of psychosis, 
and one severed his own fingers. This study is cited in a 
paper published in the Journal of Medical Ethics (JME) in 
support of the claim that going on a hunger strike causes 
mental disorders or cognitive impairments. This paper, 
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in turn, is currently being used by authors to justify the 
force feeding of prisoners. 


| set to challenge the scientific validity and morality of 
the Minnesota study (and thus the legitimacy of the JME 
article, shaking the ground beneath those who use the 
JME article to justify force feeding). | do so by providing 
an overview of the Minnesota study and examine its 
morality using Ezekiel Emmanuel’s seven criteria for 
clinical research. | conclude that the study was immoral 
and urge its reconsideration or at least a discussion of 
the appropriateness of citing the Minnesota study and 
consequently the JME paper. The discussion ties in the 
more general debate over the morality of using data 
gained from unethical research. 


P4 (c): Systematic review of ethical issues in clinical 
trials in India: The research landscape in the past 
two decades 


Sangeetha Paramasivan,Nicola Mills, Julia Wade, 
Alison Richards, Philippa Davies, Jonathan Ives, Richard 
Huxtable, Jane Blazeby, Jenny Donovan 


The post-millennial rise in clinical trials (CTs) conducted 
in India is accompanied by frequent reports of unethical 
practices, leading to a series of regulatory changes to 
protect patient safety and autonomy. We systematically 
reviewed the literature on the ethical aspects of 
conducting CTs in India to inform future research. 


A search strategy combining terms related to ethics/ 
bioethics, informed consent, CTs, and India was applied 
across nine databases, for up to September 2017. 
Studies exploring ethical aspects of CTsin India, with key 
stakeholder groups (lay/professional) were included.Of 
the 10840 articles identified, titles/abstracts of 6508 
were screened and full text of 255 obtained; 82were 
included in this review after further screening. The 
most researched are as were knowledge, attitudes, 
and practices of lay (patients/public) and professional 
groups (doctors /other healthcare staff/students/ 
faculty) on topics such as informed consent for CTs, 
highlighting several misconceptions across both groups. 
Studies investigating what transpires in a CT consent 
appointment were particularly absent. 


The current focus on assessing knowledge/attitudes 
towards informed consent is a useful starting point, but 
fundamental questions about the process of obtaining 
informed consent remain unanswered. There is a need 
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to develop better empirical understandings of ethical 
issues arising during the consent process in India, 
particularly within doctor—patient interactions. This may 
facilitate finding the right balance between principles 
of autonomy, welfare, and public good, and inform 
theoretical reflection on whether Western models of 
informed consent are appropriate for this context or 
models developed specifically for India are needed. 


P4 (d): Ethical tensions in the informed consent 
process for randomised clinical trials of emergency 
obstetric and new born care in low-resource settings 


Dan K Kaye,Joe Ali, Kristina Hallez, Nancy Kass, Nel- 
son Sewankambo, Adnan Hyder 


Informed consent for participation in randomised clinical 
trials (RCTs) aims to ensure participant protection from 
harm and exploitation and protection of autonomy. 
RCT participation requires comprehension of disclosed 
trial information to enable prospective, competent 
participants to frame potential risks and benefits of 
research, before voluntary authorisation to participate. 
Informed consent poses particular challenges in low 
resource settings and under conditions of clinical 
complexity, exigent circumstances and potential third- 
party harms. We conducted a conceptual analysis of 
ethical tensions in RCTs in emergency obstetric and new 
born care (EMONC) in low-resource settings. 


Ethical and practical challenges related to the validity 
of the consent process for EmONC are remarkable. 
Participants are vulnerable populations for several 
intrinsic and extrinsic reasons, yet there is a compelling 
need to balance interests of the foetus and mother, as 
well as to test, refine or evaluate medical or therapeutic 
interventions. Pathophysiologic changes, pain, anxiety 
or co-existing medications compromise consciousness, 
cognition, comprehension (of disclosed information) 
and capacity for voluntary consent. Yet many obstetric 
and neonatal conditions exist mainly as emergencies. 
Information sharing is limited and some disorders have 
narrow therapeutic windows. 


The need to balance ethical tensions in principles of 
autonomy, beneficence, justice and human rights, and 
concepts of trust, transparency and integrity in RCTs 
according to different socio-cultural contexts and values 
in low resource settings will be discussed. 
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P4 (e): Drug regulatory agencies: Guardians of the 
ethics of international clinical trials? 


Gerard Porter 


Clinical research has become an increasing globalised 
activity. Drug regulatory agencies, such as the US Food 
and Drug Administration (FDA) and the European 
Medicines Agency (EMA) now receive large numbers 
of new drug applications based on data from foreign 
Clinical trials. Although the majority of international 
trials are probably well run, participants’ human rights 
are alleged to have been violated in a small number of 
cases. This paper examines how the FDA and EMA are 
responding to the ethical concerns raised. 


The relevant rules at the FDA and EMA will be Critically 
analysed. Selected case studies will illustrate how 
decisions have been made about whether to accept 
data from ethically problematic international clinical 
trials. Several policy tensions emerge. In particular, 
allowing data from ethically tainted studies to support 
a new drug application undermines the protection 
of human research subjects. Rejecting such studies, 
however, may deprive society of access to valuable new 
oharmaceutical products. 


The paper argues that the FDA, EMA and other agencies 
can and should adopt a more active role as guardians 
of international research ethics. Data generated from 
thically tainted studies should only be accepted in 
»xtremely limited circumstances. 


[his paper will add to current scholarship on the ethics of 
nedical research by considering the complexities of the 
elationship between foundational bioethical principles 
ind current institutional practices. 


3ROUP PS: HEALTH COVERAGE, EQUITY AND 
USTICE 


fenue: Community Medicine Demonstration Room2 
ime: 11.45 - 13.15 


5 (a): Questions of justice and rights in National 
lealth Insurance Scheme in Nigeria: Bioethical 
hallenges 


mara Esther Ani, Ademola Kazeem Fayemi, Adeolu 
luwaseyi Oyekan 
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This paper discusses the nature and efficiency of 
National Health Insurance Scheme (NHIS) in Nigeria with 
particular focus on how it aids and mars medical justice 
and rights to health. The main aim of NHISis to guarantee 
universal access to adequate health care for Nigerians 
through equitable distribution of healthcare resources. 
This paper challenges the conception of medical justice 
implicit in the NHIS mandate as theoretically restrictive 
to distributive and liberalist notions, while also pointing 
out the practical encumbrances intersecting the ultimate 
realisation of the scheme’s goals. 


This paper argues that the fundamental problem in 
NHIS’ distribution of healthcare resources in Nigeria is 
the lack of a robust ethical foundation that would guide 
and transmute the ideological basis of the scheme 
such that will it will effectively and efficiently meet 
the primary and secondary health needs of Nigerians. 
The absence of a fortified bioethical foundation has 
occasioned exclusionary and unjust healthcare services 
by NHIS through provision of medical treatments for the 
better-off at the expense of the worse-off. The elderly, 
disabled, underinsured and uninsured populace are 
questionably shoved-off the rationing scale of health 
services by the NHIS. 


In changing the status-quo, this paper provides a 
novel interpretation of Heidegger’s phenomenological 
ontology of “care” and “being-witness” and Thaddeus 
Metz’ Afro-communal justice theory as cogent eclectic 
bioethical frames for addressing the exclusionary NHIS 
approach to healthcare system in Nigeria, thereby 
promoting an inclusive, just and functional healthcare. 
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P5 (b): Ethical Implications of the newly 
implemented hospital reimbursement system in 
Switzerland for patients with ongoing care needs 


Michael Rost, Bettina Zimmermann, Insa Koné, Tenzin 
Wangmo, Bernice S Elger 


Cost containment is one major challenge for hospitals 
and healthcare systems that strive to provide 
affordable and quality health care. In 2012, Switzerland 
introduced the Swiss Diagnosis Related Groups hospital 
reimbursement system to facilitate cost containment. 
To avoid premature releases of patients, another law— 
governing Acute and Transitional Care (ATC) —went into 
action one year later. 


The aim of this study was to examine discharge practices 
in Swiss hospitals under the current reimbursement 
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system andto identify any existing questionable practices. 
We extracted information on discharge practices from 
660 medical records and applied statistical analysis of 
the quantitative data as well as a content analysis of the 
qualitative data to identify determinants of discharge 
destination and reasons for delayed discharges. 


Preliminary analysis indicates that patients who were 
privately insured were more likely to receive a place 
in rehabilitation than patients who were publicly 
insured. Interestingly, this finding holds true even when 
exclusively looking at patients who had issued a do- 
not-resuscitate order, who are generally more likely to 
receive ATC. Moreover, in cases of delayed discharge, the 
main reason was a lack of rehabilitation places, which— 
in cohesion with legal constraints—forced patients to 
stay in the hospital without clinical necessity. 


These findings question whether it is ethically acceptable 
that the type of insurance (among other factors) 
determines the discharge destination. Further, patients’ 
unnecessarily prolonged inpatient stays seem to distort 
a Clinical decision into an administrative one. 


P5 (c): The appropriation of Universal Healthcare in 
India: A shift in vision and mission 


Harishchandra Zagade 


In 1978, we pledged ourselves to the goals of health for all. 
Universal health coverage is considered a major means 
to achieve it. Unfortunately, the movement towards 
that goal has been repeatedly blocked by commercial 
interests, making it fail both in terms of time-lines and of 
achieving the goals. Not only are we far from achieving 
health for all, but the under privileged populations have 
been further marginalised, making the concept a mirage 
for the common people. We conducted an overview 
of the policy changes reflected in mainstream media, 
online data and discussions with ground level health 
care activists and beneficiaries. The common concern 
that emerged was an ethical shift away from the public 
good in healthcare policy. 


This paper tries to bring forth the necessity for 
struggle for the right to health against the intensifying 
commercialisation, especially in the context of United 
States healthcare model being imposed on people of 
India. The shift in policies has resulted in the siphoning 
off of public money to private giants, which does not 
percolate back even to a small extent. Private good is 
being advanced behind a mask of public good. We need 
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to understand the impact of this major policy hijacking, 
which has put healthcare policy on an inflammatory 
anti-people track. 


P5 (d): Geographical inequity in availability of 
hospital services under the state-funded health 
insurance scheme in a central Indian state 


Sulakshana Nandi, Helen Schneider, Samir Garg 


The state funded universal health insurance scheme in 
Chhattisgarh, India, aims to provide financial protection 
for hospitalisation. This study compares the availability 
of hospital services under this scheme across 27 districts 
of Chhattisgarh, ranked and grouped using a composite 
vulnerability index. The study uses the concept of 
geographical “clusters of inequity”, often formed when 
factors of inequity like caste, gender and class converge. 
The study combined selected socio-economic indicators 
to form Vulnerability Index. District data on insurance 
coverage, number of empanelled hospitals and claim 
amounts and numbers were analysed across districts 
groups based on vulnerability, using difference and ratio. 
Results were presented in the form of maps, to illustrate 
spatial inequalities. 


The findings show that vulnerability increased as one 
went from the centre of the state (and the state capital) 
towards the periphery. Insurance coverage was highest 
among the most vulnerable districts, which also had the 
lowest availability of hospitals. The claim numbers and 
amounts were lower in the higher vulnerability districts. 
While the availability of private hospitals was highly 
unequal across districts, public hospitals were equally 
distributed. 


The study shows that services under the scheme were 
skewed against the most vulnerable districts with 
the greatest need, highlighting the ‘Inverse care Law’. 
Globally there is a policy push for health insurance, 
however, this study underlies the need for an enquiry 
into the ethical implications of such health schemes in 
terms of their role in addressing inequalities in health 
service availability. 


Note: The manuscript titled ‘Assessing geographical 
inequity in availability of hospital services under the 
state funded universal health insurance scheme in 
Chhattisgarh State, India, using a composite vulnerability 
index’ has been submitted to a journal for publication 
and is under review. 
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GROUP P6: END OF LIFE CARE ETHICS 
Venue:2nd floor Lecture Hall (old) 
Time: 11.45 — 13.15 


re et er hes 


P6 (a): Withholding and withdrawing life-sustaining 
treatment: ethically equivalent? 


Lars Ursin 


Withholding and withdrawing treatment are widely 
regarded as ethically equivalent in medical guidelines 
and ethics literature. Healthcare personnel, however, 
widely perceive moral differences between withholding 
and withdrawing. 


The proponents of equivalence argue that any perceived 
difference is explained in terms of cognitive biases and 
flawed reasoning. Thus, policy makers should clear 
away any resistance to accept the equivalence stance 
by moral education. To embark on such a campaign of 
changing attitudes, we need to be convinced that the 
ethical analysis is correct. In this presentation, | will take 
a Closer look at the moral relation between withholding 
and withdrawing. 


My conclusion will be that withholding and withdrawing 
are not in general ethically equivalent. 


Whether the ethical justification for withholding 
reatment is the same as or different from the ethical 
ustification for withdrawing treatment, is an open 
juestion in need of substantial discussion in different 
ontexts. Thus, medical guidelines should be rewritten, 
ind rather than being “educated” away from their sound 
udgments, medical professionals and patients should 
lave nuanced medico-ethical discussions regarding 
vithholding and withdrawing treatment. 


Jote: This paper is accepted and forthcoming (February 
018) in the American Journal of Bioethics 


'6 (b): The ethics of treatment withdrawal after 
evere brain injury 


Nackenzie Graham 


5s many as 70% of deaths after severe brain injury result 
om the withdrawal of life-sustaining treatment, with 
0% occurring within 72 hours of admission to hospital. 
owever, prognosis following severe brain injury is 
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highly uncertain, and patients may have life-sustaining 
treatment prematurely withdrawn. My purpose is to 
provide ethical guidance for the management of these 
patients. 


Decisions to withdraw life-sustaining treatment after 
severe brain injury must address several competing 
considerations. Early withdrawal eliminates any 
potential chance of a good recovery, but guards against 
the patient recovering to a level of function that they 
would consider unacceptable (e.g., vegetative state, 
severe disability). Conversely, aggressive treatment 
maximises the opportunity for recovery, but allows that 
a patient may be “trapped” in a state they would find 
unacceptable, but with no clear path to ending their 
lives. 


| defend a strategy of aggressive treatment —including 
neurosurgical intervention and measures to control 
intracranial pressure— followed by timely change 
to palliative care if certain benchmarks for recovery 
are not met. This strategy provides the best possible 
conditions for recovery, while preventing patients from 
becoming trapped in a condition they would not want. 
Clear benchmarks for recovery, agreed upon prior to 
treatment by clinicians and surrogate decision-makers, 
streamlines decision-making and minimizes conflict. 


The strategy | describe can help surrogate-decision 
makers and clinicians to act in the interests of patients, 
even when patient prognosis is uncertain. It has the 
potential to positively impact treatment practice after 
severe brain injury. 


P6 (c): Constitution of ‘the dying’: Voluntary assisted 
dying law reform in the Australian state of Victoria 


Courtney Hempton, Catherine Mills 


In June 2019, Victoria will become the first state in 
Australia to provide access to lawful ‘voluntary assisted 
dying’. Voluntary assisted dying refers to ‘assistance to 
die provided in medical context’, and encompasses life- 
ending practices often distinguished as physician-assisted 
suicide and active voluntary euthanasia. Significantly, in 
devising voluntary assisted dying exclusively for those 
medically prognosed to die ‘within weeks or months’, 
the state constructs the bounds of a new medico- 
legal category— the dying. The principle aim of this 
presentation is to explore the category of ‘the dying’ as 
conceived in the Victorian context. Initially, we examine 
how the category of the dying is given shape by the 
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articulation of guiding principles. We trace emergence 
of the category across the process of development of 
the Voluntary Assisted Dying Act 2017(Vic), beginning 
with a state Parliamentary Inquiry into End of Life 
Choices that was established in 2015, through to debate 
on the eventuating Voluntary Assisted Dying Bill 2017 
(Vic). Subsequently, we explore ethical implications of 
the category of the dying. First, we critique the ways 
in which dying interacts with discourses of autonomy 
and choice, to demonstrate that relatively conservative 
medical criteria operate to circumscribe and make 
possible autonomy for some persons and not others. 
Second, we examine how the category of the dying 
establishes medical practitioners as gatekeepers of 
access to assisted death. We argue the category of ‘the 
dying’ enacted by the Victorian state contributes to a 
medicalisation of dying that ultimately undermines 
autonomy at the end of life. 


P6 (d): Health for All? A medico-legal analysis of 
paediatricians’ end-of-life decision-making for 
disabled children in the United Kingdom 


Zoe Picton-Howell 


Based on PhD research, exploring UK paediatricians’ 
decision-making, this paper considers whether disabled 
children have equal access to life-saving treatment 
in the UK. Thirty-three UK paediatricians completed a 
survey detailing their decision-making and professional 
and personal data. Nine doctors also completed semi- 
structured interviews. The doctors fell into two classes; 
“softliners” and “hardliners”. Softliners knew the 
children long-term. Hardliners treated them just during 
a medical crisis. Softliners saw law as irrelevant, but 
made decisions in keeping with law and ethical guidance. 
Hardliners cited the law. They resisted and feared the law, 
but also turned to it for protection. They used heuristics 
to decide whom to treat. They treated disabled children 
as a “type”, not individuals. Softliners called hardliners 
“unethical”. They criticised out-dated prejudicial 
attitudes, saying these led to life saving treatments 
being withheld inappropriately, but did not challenge 
hardliner colleagues. Non-clinical factors dominated 
decisions. Doctors talked of roster lotteries, suggesting 
life or death depended not on the child’s condition or 
prognosis, but on which doctors saw the child. The 
softliners described a dilemma between prioritising 
the child’s best interests, (as ethical guidance and law 
requires) or medical colleagues’ clinical autonomy and 
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choosing the later. 


The dominance of subjective, non-clinical factors and 
descriptions of the roster lottery raises the unresolved 
ethical question as to the legitimate place for doctors’ 
values in life and death decisions; particularly as these 
seem to lag behind those of doctors with expertise in 
child disability, the children’s parents’ and UK society. 


P6 (e): Medical assistance in dying in Canada: 
The ethical and practical challenges of the 
implementation of a new (contested) medical 
intervention 


Cécile Bensimon 


In February 2015, the Supreme Court of Canada (SCC) 
released its decision in Carter v Canada that asked 
the SCC to consider the constitutional validity of existing 
Criminal Code provisions prohibiting physician-assisted 
dying in Canada. Today, what is now known as medical 
assistance in dying (MAID) is legal in Canada and has 
been carefully circumscribed in legislation. 


The legalisation of MAiD raises a host of complex issues 
that have implications for policy and practice. This 
presentation will highlight the ethical and practical 
challenges of implementing MAID by exploring questions 
such as: what constitutes an appropriate scope of 
eligibility? Should there be norms restricting eligibility? 
To what extent do patients need to have explored 
other options? How should we balance respecting 
autonomy for those seeking access and _ instituting 
safeguards to protect the vulnerable, and how may we 
respect both conscientious objection and conscientious 
participation? | 


This presentation will also describe the Canadian 
Medical Association’s (CMA) consultative process that 
generated an unprecedented level of participation, as 
well as the role it played in the legislative processes that 
informed the legislation in Canada. While the medical 
profession was, and continues to be, divided over MAID, 
the CMA aimed to address and contribute to managing 
the opportunities and challenges presented by the 
legalisation and implementation of MAID. 


The ethical complexity of what is essentially a new 
medical intervention in Canada cannot be overstated. It 
is important to understand the many challenges that its 
implementation raises. 
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GROUP P7: PUBLIC HEALTH ETHICS 


Venue: Biochemistry Demonstration Room1i 
Time: 11.45 — 13.15 
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P7 (a): Novel approaches to remote monitoring of 
tuberculosis treatment adherence: patient centred 
Or provider centred? 


Harald Schmidt 


Globally, one third of the population is infected with 
Tuberculosis (TB), for the treatment of which the 
dominant approach is Direct Observed Therapy (DOT) 
in which patients are watched taking their medication. 
Increasingly, TB programmes embrace a range of new 
technologies which appear to improve clinical outcomes 
and patient satisfaction at lower cost among users. 
However in the US, at least one-fifth of TB Programmes 
Nave no intention to use them, and there is a dearth of 
2vidence on patient acceptability in populations beyond 
esearch participants. Patient acceptability matters 
‘linically, ethically and legally. In particular, the concept 
of the least restrictive alternative requires, broadly, that 
yatients be offered the option with the least intrusion 
ind restrictions of freedom. 


Jsing literature and policy document review and 
onceptual analysis, | identify five different clusters 
Mf remote monitoring approaches that track: interval 
ngestion, incidence ingestion, medication retrieval, 
isual ingestion, automated ingestion. | evaluate these 
ising three main criteria: the degree of certainty of 
dherence, the level of intrusiveness and likely impact 
nN established bioethical categories such as autonomy, 
rivacy and confidentiality. The new range of alternative 
herapies raises opportunities and challenges. 


Vhile DOT equivalent clinical outcomes are estimated to 
e achievable at 1/400 of the cost, to promote patient- 
entred care and respect the needs of vulnerable 
opulations, there needs to be a broader recognition 
vat cost and other non-patient centred factors favour 
Iternatives to DOT. 


7 (b:) A tale of two cities: Public health ethics in 
engue control 


Jaleha Siddiq, Sualeha Shekhani, Aamir Jafarey 
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Dengue is a major public health concern in many 
developing countries. The paper aims to illustrate the 
specific ethical issues that emerge from interventions 
employed to combat this disease using two case studies 
i) a public health intervention in Lahore, Pakistan, 
focusing on disease and vector surveillance; ii) a public 
health community research project in Yogyakarta, 
Indonesia,on the Wolbachia dengue control method. 
We use the outcomes of a collaborative conference that 
took place in Karachi in April 2017. The specific activities 
of those interventions, emerging ethical concerns and 
the way they were resolved were discussed. 


The activities of the Lahore programme included 
criminalization of larvae nests found in private homes. 
Although considered successful in terms of achieving its 
public health goals, the programme led to some distrust 
highlighting the need for community engagement. The 
Lahore programme included active surveillance and 
mandatory reporting of cases, collection of personal 
data, highlighting issues of privacy and confidentiality, 
and possible risks of stigmatisation. On the other hand, 
the Wolbachia trials in Yogyakarta clearly came within 
the domain of research, went through an ethical board 
review but brought forth ethical issues including the 
difficulty in achieving individual consent when the 
entire community was the target of the research. We 
examine the blurred line between public health research 
projects and public health interventions. We also 
deliberate on the need for ethical oversight for public 
health interventions, especially in the absence of good 
governance in developing countries. 


P7 (c): Engagement as “co-constructing knowledge”: 
A moral necessity in public health research 


Bridget Pratt 


Undertaking engagement in health research is ethically 
essential. There is growing emphasis on_ practising 
engagement as the “co-construction of knowledge”, 
which goes beyond common forms of engagement in 
health research practice: consulting and informing. 
Co-constructing knowledge means _ researchers 
jointly construct knowledge with research users and 
beneficiaries; all parties design and conduct research 
together and share decision-making power. This paper 
will establish a general moral justification for adopting 
such an approach in public health research. 


Two moral aims of public health research are identified 
as building relations of equality and addressing the 


14" World Congress of Bioethics and 7“ National Bioethics conference 


health needs of the disadvantaged. They reflect an 
underlying commitment to social justice. The paper 
considers how co-constructing knowledge can advance 
these two moral aims by applying the work of Iris Marion 
Young, Boaventura de Sousa Santos, Miranda Fricker, 
Jennifer Ruger, and Arjun Appadurai. Objections to the 
arguments presented in the paper will be articulated 
and defended against. 


The paper identifies and discusses three ways that co- 
constructing knowledge advances the two moral aims of 
public health research: by facilitating self-determination 
and shared sovereignty, supporting individuals’ right 
to research, and maximising social knowledge to 
address cognitive injustice, epistemic injustice, and 
cultural imperialism. For it to do so, disadvantaged 
and marginalised groups and those with the power to 
change policy and practice are key parties with whom 
to engage. 


The arguments developed in this paper show why 
engagement as co-constructing knowledge is morally 
necessary in public health research and why performing 
engagement as consulting or informing is insufficient. 


P7 (d): Forensic psychiatrists and psychologists’ 
views on responsibility: Deviant traits and coercive 
offers 


Farah Focquaert, Sigrid Sterckx 


The recent academic debate concerning the use of 
neuro-interventions in criminal justice contexts focuses 
the ethical desirability of mandated neuro-interventions 
aS a means to address recidivism. With the rise of 
biomedical interventions to ameliorate various mental 
health problems, the field of forensic psychiatry will 
be faced with new and potentially more invasive 
neuro-interventions for patients manifesting violent, 
disinhibited and addictive behaviours. 


We conducted a qualitative interview study to (i) examine 
the ways in which forensic practitioners understand and 
conceptualise responsibility in their daily work practice, 
and (ii) canvass their normative views on (a) the mad/ 
bad divide, and (b) coercive offers in forensic psychiatric 
practices. Our study explores and discusses the views of 
forensic practitioners on “taking responsibility” and the 
need to safeguard autonomy and mental liberty in order 
to achieve successful rehabilitation. 


While offering neuro-interventions in lieu of 
imprisonment under the right circumstances respects 
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one’s right to mental liberty and may enhance autonomy 
and agency, mandating such neuro-interventions 
may drastically undermine autonomy and agency and 
disrespects mental liberty. Taking responsibility for one’s 
actions is often seen as an essential element to achieve 
successful rehabilitation as it provides a sense of agency. 
While blame is considered counterproductive within 
therapeutic contexts, holding individuals responsible ina 
forward-looking sense is deemed necessary. Individuals 
need to be supported and empowered to make different 
choices. Individuals may not be able to learn to change 
their behaviour if they and those who work with them 
do not believe it is in their power to do so. 


GROUP P8: RESEARCH ETHICS 
Venue: Biochemistry Demonstration Room2 
Time: 11.45 — 13.15 


P8 (a): Assessment of the capacity of higher 
education institutes in Sudan to conduct 
research ethics reviews 


Shaza Abass 


In Sudan, the National Health Research Ethics Committee 
(NHREC) was established in 2002 to regulate and review 
the ethical component of research involving human 
subjects. Later, the NHREC delegated its ethical review 
functions to institutional research ethics committees 
(RECs) with a few exceptions. We intended to map the 
ethical review capacity in higher education institutes in 
health sciences. 


This cross sectional study included all Sudanese 
universities in the health sciences (n=53). A semi 
structured, validated questionnaire was distributed to 
obtain information on the type of research conducted 
and the existence of RECs. Information was also obtained 
regarding organizational aspects, policies, membership 
and training requirements, meeting frequency, 
resources, and submission and review policies. Data 
were analysed using descriptive statistics. 


The response rate was 90.6%. Among respondents, 
62.5% conduct human subject research, and of those, 
26.7% have RECs. The membership for the REC ranged 
from five to twenty seven members. Only 25% of the 
RECs have a non-scientist member. Fifty percent of the 
RECs have trained members whereas 37.5% believed 
that REC members need training. Fifty percent of the 


RECs have policies for appointing chair and members, 
policies for reviewing protocols, and guidelines for 
submission procedures. 


While research is a requirement for degree fulfilment 
in health science higher education institutes, only few 
higher education institutes had functional RECs. Many 
of these RECs meet infrequently and have untrained 
members. Even when policies exist, they are deficient. 
Efforts should be directed towards Capacity building 
of institutional RECs as they play a pivotal role in the 
protection of human subjects. 
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P8 (b): The liminality of research ethics committees: 
Navigating participant protection and research 
promotion 


Edward Dove 


The main purpose of research ethics committees (RECs) 
is to protect the interests of participants and minimise 
risk of harm to them. RECs also seek to promote ethical 
research of social value. Though this latter function 
traditionally has been seen as secondary, recently, 
regulatory bodies that manage RECs in the UK now 
emphasise that these two functions are of equal value. 
How do RECs see themselves in this changing regulatory 
environment and what are the possible implications for 
bioethics? 


The research methods comprised document analysis, 
semi-structured interviews, and observation of RECs in 
=ngland and Scotland throughout 2016. Additionally, 
draw on the concept of liminality to develop a novel 
nethodology—“anthropology of regulation”—that 
Ss deployed to better understand the behaviours and 
sxperiences of actors as they go through processes of 
change. 


hree main themes emerged: relative homogeneity of 
ipproach between RECs despite the “black boxes” in 
vhich they operate; concerns about the nature of the 
ertical relationship between RECs and their managing 
egulators, principally the UK’s Health Research 
\uthority; and regulators as stewards. 


offer a normative model of what a regulatory framework 
or health research oversight ought to look like if it were 
o explicitly endorse “regulatory stewardship” —a critical, 
jut hitherto invisible, component of health research 
egulation. | also chart how protection and promotion 
an and should work together. A reformulated regulatory 
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framework could improve regulatory interactions 
between actors and shift the burden and emphasis 
away from procedural work and towards flexibility and 
co-production in ethics review. 
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P8 (c): Research ethics regulation as a 
communicative transaction of trust 


David Hunter 


Research ethics review is typically presented as an 
archetypical rational process—the committee meets, 
deliberates and discovers the epistemic and moral truth 
of the matter, and decide whether a piece of research 
is morally permissible or not. In this paper | will argue 
that research ethics committees often actually function 
and make decisions on the basis of whether they 
decide to trust the researcher or not, using the form 
of rational deliberation as a process of deciding on 
trustworthiness, rather than as an epistemic device of 
moral discovery. Furthermore, | want to argue that there 
are some significant benefits of conceptualising the 
role of research ethics committees in this way. Finally, | 
discuss some of the drawbacks of committees focusing 
on trustworthiness, and how those drawbacks might be 
mitigated. 


P8 (d): Non-invasive prenatal testing in Canada: 
Benefits, challenges and guiding ethical principles 


Charles Dupras, Stanislav Birko, Aliya Affdal,Hazar 
Haidar, Marie-Eve Lemoine, Vardit Ravitsky 


Since its clinical introduction in 2011, non-invasive 
prenatal testing (NIPT) has changed the landscape of 
prenatal testing for foetal aneuploidies. Stakeholders 
from diverse countries have discussed the benefits 
of NIPT and have raised challenges that could impede 
effective and ethically sound clinica! implementation of 
the test. This study aims to identify the most important 
benefits, challenges and guiding ethical principles 
regarding the clinical integration of NIPT in the Canadian 
context. 


We performed a three-round Delphi study to explore the 

views and opinions of diverse groups of experts regarding 

prenatal testing. In Round 1, we asked participants 

(n=61) to state the clinical benefits, challenges, and 

principles they think should guide the implementation 

of NIPT in Canada. Round 2 (n=58) consisted of three lists 
A 
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of multiple-choice questions, from which participants 
had to identify the most important benefits, challenges 
and principles. Round 3 (n=49) consisted of an identical 
set of multiple-choice questions, complemented by 
a presentation of the aggregate responses from the 
second round. 


This paper presents and discusses the top 5 benefits, 
15 challenges, and 10 principles most relevant to the 
clinical implementation of NIPT according to Canadian 
experts. It also points to some areas of disagreement 
among experts. 


Canadian experts largely agreed on at least two sets 
of considerations: 1) ethical requirements to actively 
promote free and informed decision-making on the part 
of prospective parents; and 2) societal requirements to 
(keep) protecting and promoting the rights and interests 
of Canada’s minorities and vulnerable groups. 


GROUP P9: ADVANCES IN BIOETHICS THINKING1 
Venue: Pathology Demonstration Room1 
Time: 11.45 — 13.15 


P9 (a): Egalitarian justice, exploitation, and 
complicity in international health research 


Felicitas Holzer 


Defining ‘exploitation’ in international health research as 
a transaction-specific concept irrespective of its context 
has led to the common notion among bioethicists 
(such as Allan Wertheimer), that individual agents 
and companies are not responsible for background 
injustices. Hence, they distinguish between taking 
unfair advantage (transactional exploitation) and taking 
advantage of background injustice, the former being the 
responsibility of agents and companies and the latter 
being the responsibility of States. Background injustices 
comprise socio-economic injustices, such as the lack 
of education, or insufficiently developed healthcare 
systems, that often prevail in low- and middle-income 
countries. Erik Malmqvist has reintroduced the concept 
of complicity to capture a moral wrong committed 
by agents when they take advantage of background 
injustice. 

Using the method of conceptual analysis / philosophical 
argumentation / analytical philosophy, the ethical issues 
of exploitation and fair treatment of host communities 
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are discussed. This work analyses the conceptual 
and empirical interdependence of “exploitation” and 
“complicity” from an egalitarian view point. In particular, 
| intend to put emphasis on the relevance of this mutual 
entanglement by framing it within an egalitarian theory of 
background justice. Repeated incidences of exploitative 
transactions are the result of, and conditioned by the 
structural malfunctioning of the workings of the whole 
system. 


This work tries to establish a genuine link between 
theories of egalitarian justice, mostly defended by 
political philosophers, and the concepts of exploitation 
and complicity, as they are currently used in the 
discussion on obligations of fairness in the context of 
international clinical trials. Theories of justice need to 
introduce the dimension of structural exploitation. 


P9 (b): Over diagnosis and the justifiability of the 
risks it imposes in healthcare: A need for theoretical 
development 


Wendy Rogers, Stacy Carter, Vikki Entwistle 


As several philosophers have noted, moral theories 
generally focus on when and why it is justifiable to 
actually cause harm; and struggle to explain when and 
why it is justifiable to impose risks of harm. Questions 
about the justifiability of risk imposition in healthcare 
have become more acute with the increasing recognition 
that screening and other health checks run the risk of 
harming people via over diagnosis. 


Attempts to resolve ethical concerns about over 
diagnosis by asking people to make informed decisions 
and provide explicit consent before undergoing health 
tests fail to tackle the question of which tests it is 
appropriate to offer and ask people to make decisions 
about. 


Employing applied philosophy, we analyse the 
applicability and implications of key approaches to 
assessing the justifiability of risk imposition associated 
with several exemplar health tests and health systems 
contexts. 


One particularly promising approach, proposed by Sven 
Ove Hansson, specifies a set of exemption conditions 
that can make it acceptable to expose people to risk. 
Hansson’s conditions include that the exposure “is 
part of a persistently justice-seeking social practice of 
risk taking” and that everyone exposed has as much 


influence over their exposure as it is possible for all 


to have equally, without losing the social benefits that 
justify the risk. 


When using Hansson’s conditions to analyse the risk 
imposition associated with particular health test— 
systems combinations, we identified some interpretive 
challenges and generated some counterintuitive 
assessments. 


The ethical assessment of risk imposition warrants 
further attention. Hansson’s promising approach needs 
some refinement. 
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P9 (c): Bioethics as translational philosophy: The 
challenge of complex systems 


James Wilson 


Bioethicists use normative reasoning to make 
recommendations about what should be done in real 
life contexts. Nearly all of these contexts are complex 
systems, which contain a number of elements that 
interact in a nonlinear way and cannot be adequately 
understood onareductive basis. To give just one example, 
antimicrobial resistance involves complex systems at 
a number of scales, from the molecular dynamics of 
drug resistance, to patterns of individual-to-individual 
transmission, to global governance efforts. 


Currently, very little work in bioethics is grounded in a 
complex systems analysis of the phenomena that it is 
attempting to theorise. However, it is well-established 
outside of bioethics that treating a complex system as 
f it were a simple one, or even merely a complicated 
one—a system that can be mapped and mastered and 
nade predictable—is a deep mistake. In health policy, 
t has been regularly shown to lead to policy resistance, 
hat is, where an intervention is “defeated by the 
ystem’s response to the intervention itself” 


his paper argues that bioethics fails to be rigorous 
inless it is grounded in complex systems analysis. Failure 
o do so means bioethics will struggle to avoid making 
implistic and unfeasible recommendations. | explain 
ow bioethics can rise to the challenge, by adopting 
in approach that | call translational philosophy, which 
ynergistically combines normative enquiry and social 
cience. 
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P9 (d): India, art, and ethics 
Paul Macneill 


With its rich arts and cultural heritage, India is an ideal 
continent to support discussions of the arts in relation 
to ethics, and in relation to bioethics. India excels in 
painting, music, dance, theatre, film, literature and 
poetry—all of which have ethical, as well as metaphysical 
and religious dimensions. As Munro (1964) notes, “in 
all Indian aesthetics, the contacts with religion, meta- 
physics, and ethics are close and significant.” 


This paper will analyse major texts in Indian aesthetics 
and ethics. The writings of tenth-century Sanskrit scholar 
Abhinvagupta, are still considered—both in India and 
the West—as a high point of understanding aesthetics. 
Abhinvagupta was also a major proponent of a religious 
tradition: Kashmir-Shaivism. For him aesthetics was a 
means to an ethical and deeply fulfilling life. Other Indian 
classical texts concerning ethics are the Bhagavad Gita, 
and Patanjali’s Yoga Sutras. Both of these texts discuss 
religion, meta-physics, yoga, and ethics in terms of an 
‘art of living’—arguably the greatest art-form of all. 


This paper will engage with Indian aesthetics as a 
means to broaden Western understandings of ethics 
and bioethics. The IAB has long supported an arts and 
bioethics strand in World Bioethics Congresses since 
at least the 2004 World Congress in Sydney. This paper 
will add to other arts events in support of an arts and 
bioethics strand in this Congress. 
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GROUP P10: ETHICAL ISSUES IN ORGAN DONATION 


Venue: Pathology Demonstration Room2 
Time: 11.45 — 13.15 


P10 (a): The ethicality of payment for cadaveric 
organ donations 


Yu Lanyi, Shalom Chalson 


In Our paper, we consider whether incentivisation 
methods undertaken in relation to cadaveric organ 
donation (COD) is ethically acceptable. In the main, our 
analysis relates to a pilot program launched in China in 
2010, wherein the relatives of deceased organ donors 
seek reimbursements for basic funeral expenses. This 
program, and more broadly, measures which involve 
payment, have been criticised for violating international 
norms condemning the provision of financial incentives 
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for organ donation. The World Health Organization 
explicitly states that organ donation should occur only 
with the donor’s consent and that this consent cannot 
be provided with the expectation of monetary payment. 
Similarly, the Declaration of Istanbul states that such 
payments are “doubly unjust” because they constitute 
the exploitation of donors and of their next of kin. In our 
paper, we address the question of whether any payment 
for CODs in informed consent systems is ethically 
justifiable. Our position is that though the provision of 
financial incentives incurs numerous issues, such as the 
exploitation of the poor and vulnerable, such payments 
may be ethically justified if certain systemic conditions 
and safeguards are in place. We first discuss what the 
normative expectations are. We then critically evaluate 
the policies of China and India, paying particular 
attention to the policy of funeral reimbursements as a 
subset of financial incentives. We conclude by setting 
out the requirements to be satisfied for incentives to 
be ethically justified and assess the potential impact of 
our recommendations in relation to Universal Health 
Coverage. 


P10 (b): Presumed dissent: To what kinds of organs 
and tissues ought presumed consent apply? 


Nicola Jane Williams 


Within the philosophical literature on organ donation, 
it is often claimed that a legitimate alternative in 
countries where explicit consent is required would be 
the implementation of a policy of “presumed consent”, 
also known as “opt-out” or “deemed authorisation”. 
Under such systems, individuals are presumed willing to 
donate certain/all organs post-mortem unless they have 
explicitly refused to do so. 


Opt-out policies for organ donation may differ in a 
number of respects, such as in the role and importance 
assigned to the families of potential organ donors and in 
various exceptions and safeguards built into the policy. 
Such exceptions normally specify groups of persons for 
whom explicit consent for organ donation should still 
apply, such as children, adults lacking capacity, foreign 
visitors, and cultural/religious groups opposing donation. 
Exemptions may also apply, not only to particular groups 
of people but to particular organs and tissues. A notable 
example of this is that of the Welsh opt-out system 
wherein the majority of composite tissues are excluded, 
requiring explicit consent for their donation. 
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This paper asks whether systems for post-mortem organ 
donation ought to impose such limitations. This is done, 
primarily, through exploring the extent to which two 
different policy proposals—one presuming consent to 
donate all organs and tissues and one presuming consent 
for only certain organs and tissues—will better fulfil the 
primary goals motivating shifts in organ donation policy: 
increasing the supply of organs and tissues for transplant 
and better reflecting individual preferences regarding 
post-mortem organ and tissue donation. 


P10 (c): Total pain in hospice practice: Ethical 
challenges 


Vibeke Graven, Helle Timm 


The concept of total pain was originally developed 
by Cicely Saunders, founder of the modern hospice 
movement, as an attempt to acknowledge that each 
death reflects the life that precedes it and involves 
a complex of physical, psychological, social, and 
spiritual dimensions of pain. Today, total pain is an 
institutionalised concept in palliative care practice and 
policy. However, it is sparsely explored both empirically 
and theoretically. This study draws on findings from an 
ongoing post-doctoral study on Danish hospice practice. 
The concept of total pain is explored in order to gain an 
understanding of how it is practiced in the context of 
specialised palliative care in Danish hospices. 


The research employs participant observation and 
interviews with professionals, patients, and families at 
three hospices in different areas of Denmark. Preliminary 
findings reveal time, space, and relations as indicators of 
how total pain is addressed and give examples of how 
an interdisciplinary caring community sustains a holistic 
approach to total pain, which addresses physical, 
psychological, social, and spiritual dimensions of pain as 
intertwined. The findings also indicate that “total care” 
in a hospice setting integrated with the mainstream 
healthcare system has to navigate between a holistic 
narrative approach to suffering; a more atomistic, 
evidence-based, symptom-oriented approach; and 
bureaucratic structures such as admission criteria for 
hospice care; demands of productivity; It discusses 
how inherent conflicts in this field of navigation points 
to ethical challenges for palliative care in a wider 
perspective concerning palliative care ideals of a good 
death 
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GROUP P11: DATA SHARING AND ETHICS 
Venue: Microbiology Demonstration Room1 
Time: 11.45 — 13.15 
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P11 (a): Biomedical Big Data, consent and 
perfectionism: the future of governance 


Mark Sheehan 


Population-level biomedical big data research has 
become one of the keys to the long-term capacity to 
improve the health of the global population. The ability 
to conduct research at scale and depth has increased 
rapidly in the last few years, based on new technologies 
and methods that are increasingly sophisticated. This 
research raises a number of ethical concerns which 
continue to haunt progress in important ways. Perhaps 
the most significant of these concerns is the inability of 
the researcher to obtain fully informed specific consent 
from participants. 


In this paper, | begin to consider one kind of solution 
to the consent problem in biomedical big data 
research-one based on a shift to a governance model 
which is underpinned by a “perfectionist” account of 
the authority of the state and society to make decisions 
on behalf of citizens. The paper has two parts. First, | 
argue that the current way of understanding consent 
to research is too closely based on a clinical researcher 
model and that we should shift to a much more public 
nealth level conception of the ethical issues and their 
esolution. The second part of the paper suggests that, 
at this public health level, some version of a perfectionist 
nodel of state or societal authority is more appropriate 
‘han a libertarian or a paternalistic model. The resulting 
jpproach is one that manages biomedical big data 
esearch through appropriate forms of governance. 


11 (b): Recovering the person from the data: 
atient subjectivity and algorithmic cultures 


Isha Raman 


cholarly attention towards the politics of data in 
arious spheres of social, political, and economic life, 
cluding health, has been increasing. The ways in which 
iformation about and around patients is generated— 
rom self-tracking devices to medical diagnostics to 
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the commoditisation of experience (say through social 
media narratives)—contribute to an environment and 
culture of datafication, which, coupled with a growing 
algorithmic logic, serves to build a supposedly objective 
patient profile that arguably contributes to more 
efficient and patient-centred healthcare. The biases 
built into datasets as well as the algorithms that act 
upon them have also received critical attention, pointing 
to the need for more clarity and greater debate around 
the mechanisms that underpin them. 


What are the implications of such a data-based, 
algorithmically driven process for the clinical encounter? 
What is the role of patient subjectivity in this context— 
from the viewpoint of the individual as well as the 
clinic(ian)? How does the individual claim a sense of 
personhood that might exist beyond the various data 
points that reconstitute the patient for the clinic/ 
clinician? How does medical diagnosis and patient care in 
this context balance imagination and information, both 
of which are crucial to the ethical healthcare practice? 


This conceptual paper examines the notion of health 
data from a broad perspective and attempts to 
understand the tensions between subjective experience 
and objectively generated data. Such an understanding 
has implications for ethical decision making related 
to the conduct and interpretation of how the medical 
encounter and patient care are imagined in a datafied 
environment. 


P11 (c): Exploitation in Global Bioethics: The case of 
research with human subjects in the Third World 


Eduardo Rivera-Lopez 


| focus on what Wertheimer calls “beneficial exploitation” 
(BE): the case of a transaction in which a strong party 
(S) takes undue advantage over a weak one (W), but 
the transaction is voluntary and beneficial to W. One 
example of BE is biomedical research carried out by 
international pharma firms in Third World countries 
(Example: Surfaxin case).The issue | focus on here is 
whether BE should be legally banned, although it goes 
in advantage and is fully rational for W to accept it. The 
thesis | want to defend is that legal prohibition can only 
be ethically justified in exceptional cases.The argument 
in favor of prohibition | consider is the so-called “strategic 
argument”: prohibiting exploitative transactions creates 
an incentive for strong parties to contract in more 
equitable terms. This consequentialist argument may 
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be plausible in some cases. However, there are at least 
two reasons to be skeptic: first, it is (prima facie) not 
morally permissible to use W as a means to improve 
the standards of social justice. Second, the state has 
no moral authority to prohibit individuals to perform 
behaviors (like BE) that do not directly harm others 
and that are beneficial to themselves. The implications 
of this conclusion for bioethics, and specifically for 
exploitative research protocols in Third World countries, 
is that the prohibition of those protocols would only be 
permissible in extreme cases where there really is no 
other alternative to achieve higher levels of justice. 


GROUP P12: ETHICAL ISSUES IN RESEARCH INVOLV- 


ING VULNERABLE GROUPS 
Venue: Microbiology Demonstration Room2 
Time: 11.45 — 13.15 


P12 (a): Children’s right to participate in medical 
research: A layered vulnerability approach 


Malou Luchtenberg, Els Maeckelberghe, Florencia 
Luna, Eduard Verhagen 


In medical research, children are labelled as a vulnerable 
group; unable to give informed consent and in need 
of high protection by law. This homogenous approach 
neglects individual differences, resulting in denigration 
or even deprivation of children’s right to participate, and 
lack of adequate protection. Amore nuanced approach to 
vulnerability is needed to empower children. The layered 
approach of vulnerability that we propose, accounts for 
individual differences and contextualisation. 


We will use qualitative data of children’s experiences 
of participation in medical research to assess the 
implications of the layered vulnerability approach. 
Potential layers will first be identified and then evaluated. 
Key conceptual distinctions such as the notion of 
“cascade” vulnerability will allow us to move forward in 
evaluating the layers. 


The identified layers represent potential harms that 
threaten children’s voluntary and informed consent. 
These layers are related to the child’s reasons for 
participation, disease, relational autonomy, and financial 
and cultural considerations. We will show how our 
analysis allows a more accurate assessment of children 
that need more protection, while empowering others 
with a more developed decisional capacity. 
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Children must not simply be labelled as vulnerable 
because this implies stereotyping them. A more subtle 
way of evaluation can be achieved through the layered 
view of vulnerability. We propose a practical way of using 
this concept that will help researchers and Research 
Ethics Committees. We believe that our results will 
contribute to the empowerment of children, which we 
consider an obligation of global bioethics. 


P12 (b): Informed consent process for people with 
intellectual disabilities 


Laura Rueda, Karin Lagos, SilviaMonsalves, Susan- 
neKrdmer, MarceloValle 


The purpose of this study is to create and design an 
informed consent format for people with intellectual 
disabilities who enter a clinical trial for occlusal 
restorationsand dental care. The process focuses 
on adapting the information so that it is processed 
and understood by the participants, whose cognitive 
condition involves low attention levels, understanding, 
and concentration. The designed format is supported 
by images that illustrate the procedures, use of 
simple language, and objects that complement the 
understanding. 


The design and construction of a special and 
differentiated narrative, plus the use of images and 
other implements, make it possible to obtain voluntary 
admission to clinical trials and dental care. The study 
also tested of the effectiveness of the informed consent 
adaptations. 


The use of images with striking colours associated 
with words that describe the proposed procedures, 
the dental context, and the professionals who will 
intervene is essential to the process. This facilitates the 
understanding of the procedure and the recognition 
of technical elements, such as the dental chair and 
instruments. 


The differentiated design provided us with guidelines to 
develop the application of informedconsent/assentfrom 
a technical point of view, with effective communication, 
which guarantees that vulnerable groups with severe 
intellectual disabilities can be involved in the decision 
making of their dental treatments. The process implies 
involvement, voluntary participation, a fluid clinical 
relationship, and acknowledgment of the patient’s 
dental self-care. 
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P12 (c): Advancing beneficence and agency 
of hearing-impaired young people: Ethics in a 
participatory action research Study in India 


Manasee Mishra,Shampa Nath, Usha Manjunath, 
Joanna Clark 


Disability is socially stigmatising and discriminatory 
in India. Hearing loss can result in communication 
breakdown for the hearing impaired (HI) especially 
children, affecting schooling, socialisation and social 
participation. This presentation is based on a recently 
concluded Participatory action research study in two 
Indian states, from 2015-17, that actively invoked the 
agency of HI young people to advance their rights. 
It sought to develop, implement and evaluate a 
programmatic model for empowering HI young people. 
Sixty-seven HI young people led data collection in 
their local communities, supported by community- 
based hearing peers. Quantitative structured interview 
schedules were administered on 1949 study participants. 
Total communication using speech, gesture, Indian 
Sign Language, etc, was used by the HI investigators. 
Principles of privacy, confidentiality, anonymity and 
autonomy were adhered to. The participatory method 
of ‘Most Significant Change’ was used. 


Through the agency of HI young people, information 
dn their well-being has been collected, compiled and 
sloughed back into community based public health and 
jisability programmes. Their mobility increased in the 
ocal communities, as did inclusion in community-based 
lisability rights programmes. The community outreach 
f the government health and nutrition programmes has 
egun to accommodate their special needs. The research 
aised awareness and changed attitudes towards the HI 
1 the local communities. Promoting the agency of the 
lifferently abled has been central to the disability rights 
novement. The study demonstrates how beneficence 
f HI young people is advanced within the framework of 
esearch ethics by actively invoking their agency. 


12 (d): Ethical issues of health services research in 
ulnerable migrants and refugees 


hona Kalkman 


ligrants and refugees arriving to Europe are reported 
) encounter substantial barriers to healthcare. Access 
arriers arise from language and communication 
fficulties, limited knowledge of local healthcare 
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systems, and from complex medical problems arising 
from refugee experiences. To improve access to 
healthcare among this population, anumber of European 
research initiatives are currently performing health 
services research in migrants and refugees. Despite the 
fact that researchers have flagged several ethical issues, 
understanding of the ethics of health services research 
in this population is limited. This Paper provides an 
overview of the most relevant ethical issues of health 
services research in vulnerable migrants and refugees. 


A narrative review including a systematic search of 
published literature was performed in April 2018.All 
Papers that mentioned ethical issues of health services 
research in migrants and/or refugees were eligible for 
review. Included papers were thematically assessed 
using NVivo software for qualitative data analysis. 


A total of 17 publications were qualitatively assessed 
for ethical issues. Findings could be captured by the 
following four themes: (1) fair inclusion to reduce 
health disparities; (2) importance of culturally sensitive 
approaches to maximise benefits and minimise harm; 
(3) need for alternative recruitment Strategies; and (4) 
measures to secure trust and trustworthiness. 


Given the inherent vulnerability of migrant and refugee 
populations, the design of health services research 
will need to consider a number of practical aspects 
with ethical implications. Fair inclusion in research is 
promoted through innovative and culturally sensitive 
recruitment strategies, benefit sharing, and measures 
that secure trust and trustworthiness. 
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GROUP P13: ADVANCING HEALTH JUSTICE FOR SPE- 
CIFIC GROUPS 

Venue: 3rd Floor Lecture Hall (Old) 

Time: 11.45 — 13.15 


P13 (a): Developing a global ethical framework for 
healthy ageing policies 


Sridhar Venkatapuram,Andreas Reis,Abha Saxena 


Throughout the world people are living longer, leading 
to radical social change including creating challenges for 
global health and healthcare systems. The phenomenon 
of ‘global ageing’ was addressed in the World Report on 
Ageing and Health published by WHO in 2015, followed 
by the Global Strategy and Action Plan on Ageing and 
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Health2016—2020, which provides strategies and policy 
options for governments to support people in living 
longer, healthier lives. These documents identified 
some issues requiring further conceptual and ethical 
exploration. Recognising that the ethics issues related to 
ageing are broader than those addressed by traditional 
bioethics, the WHO began exploring the development 
of a broader social and global ethics framework. The 
oral presentation will report on progress of that work 
as well as the novel methodology which makes use of 
global public deliberation. 


The methods used include philosophical analysis, 
expert deliberation, scoping reviews, and interviews. 
An initial scoping meeting of experts in fields of 
bioethics, gerontology, public health and other social 
and medical sciences was held in March 2017. A report 
synthesising the discussion and contextualising the 
issues was produced in early 2018. Some of the central 
issues identified included ageism, different conceptions 
of ageing, age-based rationing, prevention and early 
detection of illnesses, long-term care, and dementia. 


The WHO Ageing Report conceptualised healthy ageing 
in terms of capabilities. The ethical framework reflects 
an extension of the capabilities approach to ageing, 
while also integrating some of the valuable work done 
on fairness in allocative decisions. The framework will 
provide an ethical basis for policies addressing issues 
such as ageism, measurement, inter-generational 
equity, health inequalities, and long-term care for older 
individuals. 


P13 (b): A much-needed headstart: Ensuring early 
childhood care for children with disabilities 


Pratik Aggarwal, Radhika Alkazi 


The quest for shifting the bioethics perspective from 
medical to community based and experiential for 
children with disabilities forms the core of this study. 
The bioethics debates in context of children with 
disabilities should be seen in a rights-based framework 
to ensure early childhood care as a justiciable right. 
Holistic rehabilitation interventions with a child with 
disabilities in the early years are imperative as they lay 
the foundation for the entire lifetime. 


This research stems from 20 in-depth interviews with the 
families of children with disabilities (aged O-6 years) in 
urban slums of Delhi. It tries to understand the status of 
these children and the rehabilitation services available 
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for them. It places the lives of children with disabilities 
in various contextual factors as life in urban slums, effect 
of migration, lack of social support of, and institutional 
responses towards a child with disabilities in Delhi. It 
is also witnessed that there is great resilience among 
families despite difficult situations. Unfortunately, 
this resilience is not matched by proactive services or 
information available in the public domain 


Lack of understanding among health workers, absence 
of outreach interventions, exclusion from anganwadis, 
and absence of health status data of children with 
disabilities only add up to the misery. It is observed that 
various systems, including the health system, flounder 
in the face of the fundamental principles of justice 
and beneficence. It is the need of the hour to see the 
“disability” in terms of social construct rather than the 
individual propriety. 


P13 (c): Elder care through a gendered lens: 
Weiqu (sense of unfairness) and unequal family 
care for older inpatients in a Chinese rural 
hospital 


Xiang Zou 


China is currently undergoing rapid population ageing, a 
trend engendering the tremendous burden of supporting 
the healthcare needs of older persons en masse. The 
burden of care is particularly prominent in the Chinese 
rural setting, where older people are deprived of proper 
access to medical care and social welfare resources 
because of a rural-urban structural divide. The family 
plays a decisive role in supporting its older member’s 
healthcare, especially in the inpatient context as rural 
hospitals are insufficiently staffed and resourced. Gender 
Stratifies an unequal division of caregiving labour by 
imposing most of the physical care work on female 
family members. China’s current rural-urban migration 
trends and commodification of the healthcare industry 
have undermined rural families’ capabilities to care for 
their older members. 


This study investigates family caregiving for sick older 
members in the context of hospitalisation, combining 
anthropological investigation with ethical enquiries. A 
six-month field study was conducted in a Chinese rural 
hospital, in which the problem of gender-based unequal 
family care is identified. To further illustrate this gendered 
caregiving model, this study centres on the case of caring 
for inpatient parents in Aunt Liu’s family, thus unfolding 


how gender, whilé intersecting with other hierarchical 
forces and social transformations, reinforces women’s 
experiences of care-related inequalities. Inspired by a 
justice-centred feminist ethical framework, this study 
argues that gender-based unequal family care is morally 
unacceptable. It also criticises the disadvantaged social 
environment that impedes families in practicing care. 
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P13 (d): Vulnerable or special? Understanding and 
contextualising pregnant women subject protection 
in China 


Haihong Zhang, Raymond J Hutchinson 


Protection of pregnant women in research is not just 
a problem of protecting a particular vulnerable group, 
but also a global ethical issue combined with justice and 
many other social determinants within local contexts. 
Since late 1990s, China began to bring in the idea of 
ethical review for human subject protection and copieda 
jot from the US model. However, regulatory policies and 
procedures still have a lot of space for improvement, in 
particular, to guarantee better protection for pregnant 
Women subjects. Based on the gaps identified from 
Jomestic and international regulatory guidelines review, 
4 pilot empirical study was carried out by interviewing 28 
chinese pregnant women to explore and compare their 
Jerspectives of motivation, willingness and concerns 
O participate in health research. Two research team 
nembers conducted data coding independently to make 
ure the interpersonal validity of data analysis. We found 
hat nearly all the interviewees were concerned most 
bout the possible risks of research, especially risks to 
oetus. However, they all preferred approaching experts 
vho are acquaintances (doctors they know) rather than 
westigators to ask for clarification or consultation. 
Il confirmed that informed consent was completely 
nportant when deciding on participation, along with 
icreasing concerns on privacy protection and their 
wn autonomy. These findings alerted us that a more 
ailored and contextualised strategy for protecting 
regnant women subjects in China would involve, for 
stance, building trust between potential subject and 
vestigators, more precautious assessment on risks, 
nd more importantly, more respect to the autonomy 
f pregnant women for their freedom to consent or 
fusal. 
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GROUP P14: ENVIRONMENT AND CLIMATE CHANGE 
Venue: Physiology Demonstration Room1 
Time: 11.45 — 13.15 
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P14 (a): Human Dignity and Mutual Vulnerability: 
Rethinking the Health and the Environmental 
care in an unequal world 


Jeyver Rodriguez Baftos 


Since the beginning, human beings have faced several 
kinds of vulnerability. Although it is often overlooked, 
human embodiment reminds us again and again that 
we are dependent animals, and that we need care not 
only in childhood or in aging but throughout life. The 
social and economic inequality, the lack of access to 
quality health care, as well as the increase of diseases 
caused by the exploitation of the natural environment 
are aspects that threaten dignity and human flourishing. 
In this paper, | explore the relationship between human 
dignity and mutual vulnerability. Our vulnerability is 
expressed in two ways: first, on the one hand, humans 
are vulnerable because we are dependent on others and 
linked with them in complex relationships. Second, onthe 
other hand we are vulnerable because we are ultimately 
dependent on the natural environment that sustains us. 
| argue that it is possible to understand human dignity 
and mutual vulnerability, not as exclusive principles, but 
rather as two key and interrelated concepts grounding 
global bioethics. 
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P14 (b): Bridging bioethics and sustainability via 
localisation 


Atsuki Kuga 


The expansion of the sphere of economic activity driven 
by an insatiable desire for wealth has always aimed 
for the betterment of individual human lives at the 
cost of environmental degradation, widening disparity, 
and weakening community bonds. Economic activities 
carried out by giant multinational corporations are 
justified by a principle accepted not only worldwide but 
also in bioethics: respect for individual human rights 
that include economic freedom. The presentation shows 
a way to cope with this unsustainable situation. 
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An examination of sustainability movements is 
conducted via the GAIA education programme and 
key texts of Transition Town and ecovillages as well as 
interviews and surveys of As One community in Japan. 


Localisation, a core idea and practice of sustainable 
community movements, is a promising way to promote 
sustainable lifestyles, a better quality of life, and 
respect for individual human rights. Research reveals 
that lifestyles based on local activities contribute to 
deepening community relationships, reducing ecological 
footprint, and promoting individual well-being. 


Bioethicists discuss issues arising out of advances in 
medical technology in an academic sense. However, 
these developments attract public attention, shake 
conventional understanding of human life, and require 
new coping strategies for society, going beyond the 
clinical setting. Calls for urgent, fundamental, broad 
re-examinations of human life and lifestyles remind 
everyone of the risks attached to the current scale 
and pace of human activities. Localisation can provide 
concrete suggestions in approaching bioethical issues. 


P14 (c): Environmental migrants, structural injustice, 
and moral responsibility 


James Dwyer 


Wars and persecution have displaced about 65 million 
people. Climate change and other environmental 
problems will probably displace more. The International 
Organization for Migration estimates that there will be 
200 million environmentally induced migrants by 2050. 
In this presentation, | try to describe the problem and 
articulate the ethical issues. To begin, | give examples 
of environmental problems that may induce or force 
people to migrate, and | explain the impacts on 
health. | also give an account of these migrants that 
overcomes unhelpful dichotomies—forced or voluntary, 
environmental or economic, internal or international. 
Then | turn my attention to the ethical issues. We are 
all at risk of becoming environmental migrants, but we 
are not equally at risk. Our risk depends on our location, 
livelihood, wealth, social position, and other factors. We 
all contribute to environmental problems, but we don’t 
contribute equally. About 10% of the world population 
is responsible for 50% of carbon emissions. These 
differences raise issues of justice because many of the 
people who are at relatively high risk have contributed 
relatively little to the problems. The structural injustices 
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behind this mismatch lead to issues of responsibility. 
Here | use Iris Marion Young’s account of responsibility 
to address two questions: Why should we take 
responsibility for environmental migrants? How should 
we take responsibility? 


P14 (d): The pharmaceutical industry and health 
hazards: A study in Hyderabad 


Shilpa Krishna 


Pharmaceuticals have played an important role in the 
alleviation of human suffering and the saving of lives. 
They are also, however, the source of much controversy, 
contestation, and conflict. The pharmaceutical industry 
has drawn criticism for noncompliance with pollution 
control norms and failing to follow the guidelines of 
good manufacturing practices. This noncompliance has 
resulted in contamination of water bodies, soil, and crops, 
resulting in serious health and livelihood impacts upon 
the communities residing in and around manufacturing 
units. This paper explores the paradoxical nature of the 
pharmaceutical industry, where at one end it produces 
drugs to save lives while at the other, it has left a deep 
dent in these very lives. 


The bulk drug manufacturing industry in Hyderabad 
has made it one of the most polluted industrial areas 
in India; a high rate of antimicrobial resistance prevails 
here. Though Hyderabad is called the pharmaceutical 
capital of India, this comes at the cost of the health and 
livelihood of the people residing on the outskirts of the 
city. Their bodies are burdened by the toxic effluents and 
emissions, and they have been struggling and fighting 
legal battles for three decades. 


This paper documents the ethical issues raised with 
the development of the pharmaceutical industry and 
elucidates howaffected communities are made the object 
of regulation and control. It attempts to understand the 
political economy of health as it operates in relation to 
the pharmaceutical industry. 


se 


GROUP P15: ACCESS TO HEALTHCARE: EQUITY AND 
JUSTICE 


Venue: Physiology Demonstration Room2 
Time: 11.45 — 13.15 
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P15 (a): Gatekeeper: Justice and equality in 
healthcare delivery in China 


Yu Wang, Xuesong Wu, Mei Yin 


The Chinese health system operates within a unique 
geopolitical context. A number of multidimensional 
healthcare system reforms have been conducted, but 
difficulties still exist. As such, China has Started, since 
2015, to promote a three-tier hierarchical medical system 
to improve services at county- and township-level health 
centres, especially in underdeveloped areas. Premised 
on such an objective, community-based services play 
the role of gatekeeper as a result of their special status. 
However, in practice, especially when shifting resources 
nto primacy care and transferring high quality medical 
esources to grassroots-level medical institutions, there 
are still contentious issues. 


Ne discuss how the optimal configuration of healthcare 
esources through effective policies in practice can be 
ealised, how social justice and equality is shown in this 
yrocess, and how the homogenisation of healthcare 
ervices proposed in Healthy China Strategic Planning 
S to be realised. We draw on grounded theory and 
lata collected through interviews with representative 
ural doctors (general practitioners). The data were 
hen subjected to logical regression and stratification 
inalyses. 


esults showed a mismatch between upper-level design 
nd grassroots-level demands and lack of a complete 
uditing mechanism. The resultant gap between the 
vailability of basic resources and the people’s demands 
as led to the emergence of resource monopoly. We 
ttempt to determine: (1) how to demonstrate justice 
1 the distribution of healthcare resources and (2) the 
1eaning of social equality. 


15 (b): Responsibility for health is not a zero-sum 
ame 


larcel Verweij 


ebates about the role of the state in relation to health 
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Promotion often focus on issues like paternalism 
and government interference with autonomy. More 
specifically, if governments take a more active role in 
promoting healthy behaviour, this might undermine 
citizens’ freedom and responsibility for governing their 
own lives. Such a view implicitly sees responsibility as 
a zero-sum game: more responsibility for governments 
implies a smaller responsibility for individuals and 
vice versa. | argue that this assumption is flawed. 
This requires first a clarification of what concept of 
responsibility is at stake. Building on the work of TM 
Scanlon, | argue that these debates ultimately focus on 
substantive (forward-looking) responsibility. If this is 
indeed the relevant concept, there are good reasons for 
seeing responsibility for health as something that can 
be shared by different actors, but sharing in this sense 
does not imply that more responsibility for one actor 
implies less for the others. Different agents will have 
different moral grounds for protecting health, which 
do not compete. Even if individuals do as much as they 
can — for reasons of prudence-to maintain and protect 
their own health, this does not reduce a government’s 
obligation to promote health as well. Responsibility for 
health is not a zero-sum game. 
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P15 (c): Questioning “equality” in transhumanist 
visions of genetic enhancement 


Sanghamitra Das 


The “essence” of being human is at the heart of the 
debate surrounding human enhancement. Trans 
humanists or post-humanists propound the post human 
condition, wherein enhancement technologies such 
as genetic engineering and cybernetics seek to modify 
the human in the near future, extending drastically the 
limits of the “humancondition” in terms of both physical 
and mental abilities. The trans humanist imagination of 
enhancementas inevitable raises an important question: 
to whom does this post human future belong? What 
does this mean for the future of human nature? 


| raise questions concerning “equality” in these visions 
of enhancement through genetic engineering. Recent 
developments in molecular biology allow genetic 
modification of human embryos, precipitating the 
possibility of creating the much-touted “designer babies.” 
Transhumanists ardently support the reprogenetic liberty 
of parents to choose the characteristics of their offspring, 
advocating “liberal eugenics.” However, questions 
concerning (in)equality remain under-represented in 
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these visions of genetic enhancement—questions that 
recall the historical horrors of eugenics. 


Reviewing the transhumanist literature, | argue that 
three forms of inequalities undermine the promises of 
human genetic enhancement—socioeconomic, racial, 
and gender related—raising serious ethical questions 
that cannot be addressed by constructing simplistic 
binaries of genetic “haves” and “have-nots.” It is evident 
that reprogenetic technologies will be most accessible 
to the affluent, particularly in the global north. Selection 
of specific genetic characters engender reinforcement 
of trait-based racial stereotypes and divides. The choice 
of who selects what is best for their offspring raises 
issues of responsibility for genetic futures, particularly 
for women. As with genetic screening, responsibility of 
the future of the embryo tilts towards the mother. 


| seek to keystone bioethics in the shaping of such 
radical technologies and the (un)making of ensuing 
realities. Bioethics must not merely mediate the impacts 
of already-developed technologies but also determine 
what ought to be considered technological progress in 
the first place. 


P15 (d): Equity in access to surgical care: Beyond 
cost-benefit analysis 


Dominique E Martin,Elmi Muller, Jayme E. Locke 


Nearly five billion people lack access to surgical care, 
and there are gross inequalities in the distribution of 
available care. Despite the well-established benefits of 
access to essential surgical services, bioethics scholars 
have paid little attention to potential inequities in 
Surgical care. In this paper we draw on two examples of 
interventions aimed at increasing access to surgical care 
to demonstrate why bioethical analysis and guidance is 
needed. 


Efforts to increase access to surgery in lower- and 
middle-income countries (LMICs) by (a) including 
essential surgery in universal coverage policies, and (b) 
conducting fly-in, fly-out humanitarian surgical missions, 
have been justified using cost-benefit analysis. Failure 
to evaluate such interventions in the broader context of 
health systems and the development of surgical services 
in particular may lead to investment of resources that 
does not improve equity in access to surgical care 
within a population or foster sustainable expansion of 
services. 


Bioethics offers a wider and more critical lens than 
that of economic analysis for the evaluation of such 
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interventions. This is particularly important given the 
broader socio-economic inequities that may intersect 
with issues in surgical care. 


We argue that reliance only on cost-benefit analysis and 
simplistic utilitarian frameworks to guide distribution of 
surgical resources may negatively impact equity in access 
to surgical care in LMICs. We suggest consideration of 
broader surgical care needs within populations and 
procedural justice, and use of theoretical frameworks 
such as the capabilities approach to guide resource 
allocation to promote equity. 


GROUP P16: MENTAL HEALTH 
Venue: Forensic Medicine Demonstration Room1 
Time: 11.45 — 13.15 
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P16 (a): “Better health for all” or devaluing 
individuals with “bad genes”? Exploring 
adolescents’ moral attitudes towards advances in 
autism genomics 


Arianna Manzini 


By promising better health for all through the prevention 
and cure of genetic diseases, medical genetics uses 
an inclusive language to distinguish its efforts from 
the horrors of old eugenics. However, disability right 
scholars and activists have argued that this rhetoric 
masks exclusionary practices that devalue the moral 
worth of people with “bad” genes and their right to 
exist, e.g. individuals with physical/mental disabilities. 
We explored adolescents’ views about this issue as 
part of an empirical bioethics study of young people’s 
moral attitudes towards using genomic information 
about autism in research and clinical practice. About 
forty people in the age group of 13-18 years from 
schools in Oxfordshire (UK) participated in focus groups 
investigating participants’ attitudes towards using 
autism genomics to prevent, cure, and perform early 
intervention for autism. 


In this talk the debate between disability activists and 
supporters of medical genetics will serve as a theoretical 
framework to present the ethical issues that young 
people see emerging from: (a) embryo selection to 
prevent autism; (b) termination of foetuses at a higher 
genetic risk for autism; and (c) genomic research to 
develop drugs for autism. This talk will contribute to 


our understanding*of how adolescents, who have been 
raised in the age of enthusiasm about medical genetics, 
reason around concepts such as respect for person, 
neurodiversity, and genetic stigma/discrimination. We 
will focus on whether/why they believe that mental 
disabilities make a differential impact in the “gen-ethics” 
debate compared to physical disabilities and diseases. 


See a ee 


P16 (b): To admit or not? Ethical dilemmas in 
involuntary admission of alcohol dependent persons 


Johnson Pradeep, Sunita Simon Kurpad 


In psychiatry practice, sometimes doctors are faced 
with an alcohol dependent (AD) person who warrants 
treatment but refuses admission due to Craving and 
denial. When family members (FM) plead for admission, 
the doctor needs to have clarity on how to approach this 
Crisis in an ethical yet effective manner. Should the FM 
be allowed to override the autonomy of the patient? 
How is not admitting this patient beneficent towards 
anyone? When “do no harm” is the primary ethical 
principle in medicine, is the risk of damaging trust in 
the doctor-patient relationship by forcing an admission 
truly beneficent towards the patient and the family in 
the long run? 


n our practice, we only admit patients who agree 
/oluntarily to de-addiction, but we have encountered 
several patients who recount distressing experiences 
of being coerced into de-addiction elsewhere, albeit by 
vell-intentioned FMs. Many have been so traumatized 
Ny their experiences that they are fearful and refuse 
ermission for any formal enquiry. This “coerced de- 
iddiction” turns out an expensive exercise in futility.In 
ome psychiatric illnesses like acute psychoses, it may 
e in the patient’s best interest to override autonomy 
ind allow the FM to arrange for treatment. We will 
liscuss, why we disagree with the contention that AD 
hould be similarly handled, and how in this crisis; the 
M’s distress and helplessness should be addressed, 
ind help planned for the patient. Protecting the doctor- 
atient relationship and ensuring the patient’s consent 
s not only an ethical requirement but also good medical 
ractice. 
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P16 (c): Ethical challenges in community-based 
mental health research in low-resource settings 


Amit Chakrabarti, Vivek Benegal, Krishnangshu Ray 


In a country like India, ethical issues in community-based 
mental health research has inherent concerns, largely 
arising from poor literacy levels, cultural and social 
boundaries, stigma, and poor awareness about mental 
health. The present enquiry is based on observations 
during execution of the multi-centric, longitudinal, 
mental health study “Consortium on Vulnerability to 
Externalizing Disorder and Addictions (cVEDA)” currently 
in progress in India to investigate environmental 
influences on vulnerability to psychiatric disorders. 


The key observations in this population are: mental 
health is not perceived as a real health need; inadequate 
primary healthcare services are a deterrent for mental 
health research as people are not able to look beyond 
their need for basic health care; research is understood 
as an abstract exercise. Therefore, community-based 
mental health research in low resource settings should 
develop alternative principles of bioethics as ethical 
requirements in this population are different from those 
perceived in developed countries. Its fundamental 
premise needs to be based on integrating service 
with research including development of a bond of 
trust between the researchers and the participants, 
so that research becomes a means of empowering 
underprivileged communities with an understanding of 
their mental and physical health priorities. 


P16(d): Eating yourself away: Understanding the 
‘comorbidity’ of eating disorders (ED) and gender 
dysphoria (GD) in adolescents 


Simona Giordano 


Gender dysphoria (GD) in adolescents is a topic of 
growing academic and public concern. Views on how 
to approach GD are highly polarized. One particular 
concern is that trans-youth may be afflicted by a host of 
psychiatric conditions. A recent alarming finding is that 
ED is highly prevalent among adolescents with GD. This 
paper examines the correlation between ED and GD and 
offers ethical advice as to whether and when medical 
treatment should be provided. 


The finding of a correlation between ED and GD is 
extremely important; it means that trans-youth are 
exposed to the additional health hazards of ED. This 
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correlation raises concerns of whether gender treatment 
should be provided, if these adolescents are affected by 
an underlying form of body dissatisfaction, treating GD 
may be “treating the wrong disorder”. This raises ethical 
tension between respecting their autonomy and right 
to identity and protection of their wellbeing. This paper 
uses the standard methods of philosophical enquiry to 
examine critically the statistics offered and clarify their 
meaning and normative implications. 


This paper focuses on the comorbidity between ED and 
GD highlighting conceptual problems inherent in the 
notion of “comorbidity”. However, the conclusions of 
this paper have wide ethical and clinical implications. 
They highlight the need for a careful understanding of 
statistical analysis in healthcare and will allow avoiding 
the risk that a helpful finding is turned into an additional 
stigma for transgender people and a further obstacle to 
provision of medical treatment. 


GROUP P17: ETHICAL AND LEGAL MATTERS IN AD- 
VANCE HEALTH TECHNOLGIES 

Venue: Forensic Medicine Demonstration Room2 
Time: 11.45 — 13.15 


P17 (a): Ethical, legal and societal implications of 
mHealth for non-communicable disease surveillance 
in resource-limited countries 


Joseph Ali, Michael DiStefano, Alain Labrique, Dustin 
Gibson, George Pariyo, Adnan Hyder 


Mobile phone penetration has increased globally, 
and particularly in low- and middle-income countries 
(LMICs). Under the Bloomberg Data for Health Initiative, 
researchers are developing mobile phone surveys (MPS) 
of non-communicable disease (NCD) risk factors to 
understand the potential of mobile phones to support 
large-scale global NCD surveillance. 


This session discusses the results of a 2017 global 
survey of over 100 expert stakeholders characterizing 
the ethical aspects of using MPS to support NCD 
surveillance in LMICs. It situates the findings within a 
wider body of scholarly work on the ethical, legal and 
societal implications (ELSI) of global mobile and digital 
health. 


Nearly all respondents agreed that MPS was likely to 
help improve public health in LMICs; however,few 
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thought that ethics and regulatory requirements were 
clear or adequate. Concerns were raised that mobile 
phone-based surveys and benefits of such disease 
surveillance may fail, systematically, to reach those 
who are potentially vulnerable or technologically 
disadvantaged. 


Additional topics explored include the nature of 
potential benefits and harms; whether and how MPS 
should involve participant consent; data ownership, 
access and use; and achieving sustainability of digital 
health platforms and technologies in resource-limited 
settings. 


The session encourages discussion of issues related 
to the above topics, drawing attention to the recently 
published WHO Guidelines on Ethical Issues in Public 
Health Surveillance. While there is limited guidance on 
how best to navigate the various ELSI of global mHealth, 
our data suggests relatively high levels of agreement 
on the nature of many challenges, and highlights areas 
where consensus-building is still needed. 


P17 (b): The potential legal implications of 
ectogenesis for the regulation of embryos and 
foetuses ex utero 


Catriona McMillan 


2017 was a year of rapid scientific advancement in the 
field of reproductive technologies, where we saw, among 
other advances, the successful growth of a premature 
lamb in an artificial womb. Ectogenesis has thus been 
taken out of the realms of science fiction and planted 
firmly in the near future. As a technology that could not 
only help those who are unable to gestate “naturally”, 
but also potentially save the lives of premature babies, 
ectogenesis could broaden the scope of technological 
reproductive medicine, and push medical, social and 
legal boundaries, including that of “the body”, and 
viability. 

Given the new territories that ectogenesis might bring 
ethics and law into, this presentation will explore some 
of the potential legal and ethical issues engaged by 
ectogenesis. This holistic scoping exercise, made from 
a lawyer’s point of view, will explore the ways in which 
bioethics can feed into decision-making surrounding 
possible legal frameworks for this technology through 
a brief doctrinal review of relevant international 
legislation, and literature. More granularly, it will focus 
on the potential effects of any such framework for 


human reproduction, the legal status of embryos and 
foetuses, and socio-legal (non)construction of women’s 
bodies, amongst other important issues. 


a I 


P17 (c): Trust me, | am your artificial doctor 
Sgren Holm 


The application of Artificial Intelligence (Al) systems in 
medical diagnosis and treatment choice Was promised 
already in the 1970s but is Only moving towards 
becoming a reality now. Classical AI systems were usually 
built on formal, algorithmic decision-making models 
and their decision-making was, at least in theory, fully 
transparent to the human user. Current Al systems and 
the Al systems under development use self-learning 
architectures, and their decision-making algorithms are 
not transparent to or interpretable by human users. 


This paper analyses the ethical issues raised by the use 
of Al systems in healthcare. For the sake of argument, 
t is assumed that we will soon reach a state where 
some Al systems make better diagnostic or treatment 
Jecisions than human healthcare professionals and 
hat we therefore have strong prudential reasons to 
Ise them. This raises many ethical issues, but within 
he scope of this paper only some can be discussed: 
1) the problem of de-skilling of human experts, (2) the 
roblem of transparency, and (3) the problem of the 
)pen-endedness of self-learning systems. 


t is argued that none of the ethical issues identified 
rovide a decisive reason not to implement Al in 
ealthcare but that they all point to important risks 
hat we must guard against during development, 
nplementation, and eventually, routine clinical use of 
| systems. 


17 (d): Genomic research emergence in sub- 
aharan Africa: How prepared are biomedical 
2searchers? 


/ubunmi Ogunrin, Funmilola Taiwo, Kerry Woolfall, 
lark Gabbay,Lucy Frith 


chieving the objectives of genomic research initiative 
| sub-Saharan Africa depends on how prepared 
digenous biomedical researchers are for this research. 
le designed a qualitative research to explore the level 
' preparedness of biomedical researchers in a sub- 
sharan African country. 
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In-depth interviews were used to obtain data on their 
understanding of genomics and genomic research, and 
awareness of limitations of the country’s code of health 
research ethics for conduct of genomic research. A total 
of 30 biomedical researchers were interviewed. 


Eight biomedical researchers were unfamiliar with 
the genome and lacked genomic literacy. Half of the 
biomedical researchers showed genomic science literacy 
by talking about genomic research in the context of 
genes but did not relate genomics or genomic research 
to the human genome and its applications to healthcare. 
However, seven of the 30 researchers displayed genomic 
health literacy. A majority of the researchers were 
unaware of the National Code of Health Research Ethics 
and therefore could not comment on whether the Code 
addresses conduct of genomic research. Only five of the 
biomedical researchers knew of the Code and expressed 
the opinion thatitinadequately addresses ethical conduct 
of genomic research in Nigeria.This study shows that 
biomedical researchers lack adequate understanding of 
genomic health and are unaware of the national code 
and its limitations as a source of ethical guidelines for 
the conduct of genomic research. The findings of this 
study underscore the need for educational training in 
genomics and creating awareness of ethical oversight 
for genomic research. 


a nee i 


RR1: HEALTHCARE ETHICS 
Venue: Annexe Meeting Room 
Time: 11.45 — 13.15 
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RR1 (a): Ethical analysis of Universal Health 
Coverage through the Employees State Insurance 
Scheme for diabetes care 


Sanjai S$ 


The Employees State Insurance Scheme is a social 
health insurance scheme to protect employees earning 
less than Rs. 21000 per month from expenses arising 
from sickness, maternity, and disability. It is a self- 
funded scheme with fixed percentage contributions 
from both employees and employers along with a 
contribution from the respective state governments. 
Healthcare is provided through ESI dispensaries 
acting as first point of contact, and ESI Hospitals 
providing secondary and tertiary care. It covers most 
of the direct costs including drugs, consultation 
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fees, laboratory fees and imaging fees. This study 
deals with the indirect costs faced by ESI patients 
while taking treatment for diabetes and discusses 
the ethical implications of this. A cross sectional 
descriptive study was conducted among 32 diabetic 
patients attending diabetic OPD in an ESI tertiary 
hospital in Chennai to measure the indirect cost of 
travel, food and beverages, wage loss and expenses 
for the attender accompanying the patient. Substantial 
indirect expenses were incurred by the patients with 
most of it spent on travel, and food and beverage 
for the attender and the patient. The paper presents 
the extent of these expenses for the 32 patients. The 
ESI scheme is contributory social insurance scheme 
and has a_ greater need to be accountable to the 
insured than a completely state-funded insurance. 
Hence, ESI should take steps to minimise the indirect 
costs, which could be catastrophic. To reduce indirect 
expenses, the ESI dispensaries and primary care 
facilities should be strengthened and the referral 
system regularised. 


RR1 (b): Ethnography in a denotified tribe: Risk- 
benefit analysis of small incentive for monitoring 
chronic disease 


Bevin Vinay Kumar V N 


Banjara communities belong to erstwhile criminal 
tribes.A research exercise among them included an 
ethnographic enquiry into their healthcare access. 
The community reported a livelihood intervention by 
a Foundation which provided seeds and fertilizers for 
agriculture to those who owned land. For the landless 
group, the intervention included providing livestock, 
building a tank and also a weekly health clinic. 


Key informant interviews provided an understanding of 
their limited healthcare access and the reasons for the 
same.The community also reported that the intervention 
created a schism within the tanda (informal loan club) 
between those who owned land and benefited from the 
agricultural intervention and those who did not. 


The researcher noted that older well-off men used a 
small pocket notebook to record health parameters 
like sugar levels,blood pressure levels or cholesterol 
levels. This enabled better monitoring of their health 
by providers. Women informants from relatively poor 
households did not have such notebooks and had small 
chits of paper documenting their health parameters. 
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The researcher wanted to provide a small token of 
appreciation to a few key informants by buying a 
small notebook and transcribing their available health 
parameters into it,but couldn’t do so due to the history 
of engagement by the Foundation and the schism that it 
created within the community. 


Interventions that do not address felt needs of a 
community could be seen as a dole. While engaging in 
ethnographic research, it may be important to view all 
research-related activities from this sustainability lens 
to minimise potential harm. 


RR1 (c): Longstanding non-amenability of difficult- 
to-manage post-operative nausea and vomiting: 
Philosophical and ethical implications of 
consequentialism in anesthesia 


Amitabh Dutta,Prabhat Chowdhury, Nitin 
Sethi,Jayashree Sood 


Post-operative nausea-vomiting (PONV) is a common 
distressing outcome that has defied preventive/ 
therapeutic management endeavours despite decades 
of pharmacologic research and practice advocacy. 
We analysed the non-amenability of PONV and its 
resultant ethical burden through the philosophical 
lens of ‘consequentialism’ in anaesthesia. 


Anaesthesiologists keep themselves updated with 
changing evidence and practice guidelines to offer 
their patients a safe anaesthesia experience. However, 
when six decades of dedicated research (1943-2000s) 
has failed to bring down the incidence of PONV below 
the current rate of 30 percent, and has only resulted 
in significant research waste, a philosophical neo- 
activism and ethical analysis becomes highly desirable. 
Anaesthesiologists, in trying different approaches 
(decreasing dose/excluding offending drug/ using new 
drugs) to reduce PONV incidence, have apparently 
gotten entangled in a consequentialist cause (action)- 
effect (outcome) conundrum such that new research 
around PONV is more reflective of conflicts-of-interest 
(COl). The authors argue that excluding the influence 
of consequentialism in research hypothesis generation 
and clinical anaesthesia practice and targeting ethical 
implications of PONV mitigating actions such as 
postoperative pain (overly reducing opioid dose), 
intraoperative awareness-recall (excluding nitrous 


oxide), and risks* of new anti-emetics (Principle . of 
Non-maleficence) is absolutely necessary to break 
the status quo. 


Consequentialism in anaesthesia, a progenitor of 
ineffective research and cause for failure of random 
clinical practice efforts to decrease PONV incidence, 
merits an out-of-the-box/generational rethink and 
needs to be tracked down via its ethical] implications. 
An inventive philosophical approach is required to 
offset patient harms and the negativity it piles up 
on the larger patient community. 


ee 


RR1 (d): Addressing ethical issues around 
confidentiality in mental healthcare: Insights 
from African moral theory 


Cornelius Ewuoso, Paul Akin-Otiko 


Mental healthcare professionals have a dual obligation 
to their patients and the public: to maintain patient’s 
confidentiality and to report individuals who pose 
significant risk of harm to others. Professionals who 
fail to report such individuals contribute to violence 
towards others. Some studies have now shown 
that serious ethical conflicts can occur between 
maintaining patient’s confidentiality and protecting 
the public/others. A professional’s decision to 
maintain a patient’s confidentiality may sometimes, 
negatively) impact others’ safety. Consider the 2014 
murder of a 15-year-old school girl and the arrest of 
ver 16-year-old classmate in Sasebo, Japan. Before 
he murder, the professional examining the assailant 
vad warned the authorities that she might commit 
nurder. However, the practitioner concealed her 
lame, considering it a professional duty to maintain 
onfidentiality. Article 134 of the Japanese Criminal 
aw states that doctors should not disclose patient 
nformation obtained within the clinical context 
vithout legitimate reason. The law is, however, unclear 
bout what exactly constitutes legitimate reason. 
ill date, ethical codes lack practical specificity for 
javigating complex challenges around confidentiality. 
his study proposes some guidelines—firmly rooted 
1 African moral theory—to address ethical issues 
round confidentiality. The African moral theory, 
/hich we shall spell out, defines right (or wrong) 
ctions as those which promote (or fail to promote) 
‘jiendliness based on goodwill. We are confident 
vat this study will make a significant contribution to 
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literature on ethical issues around confidentiality in 
mental healthcare, and show how a theory from the 
global south may be used to resolve the same. 
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RR1 (e): Invisible malnutrition in young children: 
A great emergency 


P Chandra 


Protein energy malnutrition(PEM) is a major public 
health problem in India. To combat this, Tamil 
Nadu launched many direct and indirect nutrition 
intervention programmes from 1980 onwards. The 
package provided supplementary feeding for severely 
malnourished children, primary and referral health 
care, health and nutrition education and empowering 
mothers in proper child care. The use of a growth and 
development monitoring home-based mother child 
protection card was mandatory. The impact of all these 
interventions was large. Rapid decline in nutritionally 
relevant vaccine preventable diseases, and in severe 
PEM and malnutrition blindness was witnessed. The 
pace of progress in the new millennium has been 
slow despite gains in some areas and nutrition 
indicators are moving in the wrong directions. The 
anganwadi worker(AWW) is a key functionary in the 
nutrition intervention programme and is responsible 
for children up to 6 years. A survey of 100 AWWS 
in a community development block to assess their 
skill and knowledge in child rearing, management 
of faltering growth and development etc revealed 
poor knowledge. Absence of properly planned 
continuing education and reorientation programmes 
for AWWS, of field level monitoring, and lack of 
coordination with health services has hampered 
progress. Empowering mothers and communities in 
nutrition care and good child rearing practices was 
not attempted. The successful delivery of services 
depends upon educating and involving these crucial 
functionaries. Improving nutrition status isa complex 
process. All services involved in community welfare 
need to participate in this effort to overcome the 
obstacles to national development. 
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RR1 (f): Communicating about over diagnosis: 
Extending the scope of ethical consideration 


Wendy Rogers, Vikki Entwistle 


Increased access to screening programmes and health 
checks both offers benefits and generates problems: 
some people can receive questionable diagnoses and 
unbeneficial treatment interventions that may even 
harm them (“over diagnosis”). Most current responses 
to ethical concerns about overdiagnosis focus on 
communicating the risksassociated with particular 
screening tests and health checks to informpeople’s 
decisions and consent. Communication to support 
decision making is important but does not address all 
ethical concerns about overdiagnosis and, we argue, can 
generate ethical issues of its own regarding truth telling, 
impossible choices, and causing distress to patients. 


Efforts to support informed decision making and consent 
are challenged by the practical difficulties of explaining 
over diagnosis (identified primarily at a population level) 
and communicating contested statistical estimates of its 
scale. We use applied philosophy, employing Problematic 
Integration (PI) theory to identify and analyse ethical 
issues in Communication about overdiagnosis. 


P! theory recognises that communication can create— 
and help people resolve—difficulties with integrating 
their beliefs and values to make sense of their experiences 
and plan their actions. For communication about the 
possibility of overdiagnosis, Plencourages attention to, 
for example, various forms of ambivalence; tensions 
between professional commitments to truthfulness and 
the alleviation of distress; constructions of “screening 
choice “situations that can make it seem impossible for 
a good patientto decline testing; and other potentially 
manipulative uses of communication. 


Analysis using Pl theory identifies a range of ethical 
issues and potential solutionsthat can augment 
current approaches to communicating and addressing 
concernsabout overdiagnosis. 


RR1 (g): “Your child has kidney failure and needs 
chronic dialysis”: The pediatric nephrologist’s 
dilemma in advising the family regarding 
treatment 


Priya Pais 


Our academic centre in South India offers advanced, 
life-saving dialysis care to families whose children 


have chronic kidney failure. Our patients are often 
from lowto middle income socioeconomic backgrounds 
and don’t have private health insurance. Paediatric 
dialysis in India, while lifesaving and feasible, is 
expensive. We have seen many families begin dialysis 
with enthusiasm and struggle subsequently; they are 
forced to go into debt, sell their personal property, 
and lose jobs. When we counsel families, we explain 
the costs, but the family must decide whether to 
begin dialysis or take the child home to die. We 
explain to the parents that kidney failure is not an 
automatic death sentence for their child. However, 
do we actually face a greater responsibility in helping 
a family decide that dialysis may not be feasible for 
them? While continuing dialysis is certainly in the 
best interest of the child, it may not always be in 
the best interest of the family unit. Is it just to allow 
a family to suffer financially? However, is it our role 
as physicians advise against a lifesaving treatment? 
We are faced with a struggle between beneficence 
(for the child) versus nonmaleficence (for the family). 
Advising families to choose dialysis if they can afford 
it is correct from a medicolegal standpoint. However, 
as physicians providing lifesaving care, do we actually 
need to be more paternalistic? 


RR1 (h): “Good doctor” and “bad doctor”: A 
qualitative study of incoming medical students’ 
views on professionalism and “the good doctor” 


Dinesh Kumar V, Magi Murugan, Bhavani Prasad G, 
Rema Devi 


The importance of professionalisrn has been 
emphasised in medical school curricula. However, the 
lack of consensus on what constitutes professionalism 
poses a challenge to medical educators, who often 
resort to a negative model of assessment based on 
the identification of unacceptable behaviours. This 
study aims at exploring incoming medical students’ 
views on professionalism and reports on students’ 
constructs of the “good” and “bad” doctor. Using 
open-ended questions, 150 incoming first-year medical 
students were surveyed about the reason to pursue 
a career in medicine and regarding their perceptions 
of the “good” and “bad” doctor. Following this, we 
used nominal group technique (NGT) to arrive at a 
consensus about their perceptions. In an_ iterative 
theming process, a list of preliminary themes were 
derived from the student reflections. We found six 
themes for the question “Why pursue a career 


in medicine?” Students expected medicine to be 
intellectually and personally fulfilling; they expected 
to be respected by the community and indicated 
that early experiences with medicine impacted their 
career choices. Responses to questions such as 
“What makes a good doctor?” and “What makes a 
bad doctor?” were expressed as a concept map. The 
consensus arrived at the end of the NGT session 
is expressed as a table. Our results Suggest that 
the teaching of professionalism should incorporate 
more formal reflection on the complexities of 
medical practice, allowing students and educators to 
openly explore and articulate any perceived tensions 
between what is taught and what is being perceived 
by them about the profession. 


Note: This work is accepted for publication in Research 
& Humanities in Medical Education. 


Se ee ee eee 


RR1 (i): Bioethics takes the next step: An 
academic project becomes curriculum 


Abeer Salim 


‘In learning you will teach, and in teaching you will 
earn.’— Phil Collins 


[he Centre of Biomedical Ethics and Culture (CBEG), SIUT 
Sthe only centre in Pakistan offering a postgraduate 
Jiploma (PGD) in Biomedical Ethics. This one-year 
rogramme includes four contact sessions and round- 
he-year distance learning. As part of my PGD 
innual project | conducted “an introductory course 
In bioethics for postgraduate trainee doctors” at 
| tertiary care hospital. Project objectives included 
reating awareness about bioethics, and enabling 
articipants to identify ethical concerns in their 
linical practice. Using various teaching modalities, 
even interactive sessions were conducted for the 
arget audience. The envisioned objectives of the 
roject were achieved along with a_ pleasantly 
urprising unforeseen consequence: based on student 
2edback hospital authorities invited me to develop a 
iomedical ethics curriculum for residents and teach 
ve same. Bioethics education has now formally 
ecome a part of the hospital’s residency programme 
ith 12 sessions spread over the year 2018. Future 
lans include capacity building and enrichment of the 
Jrriculum with more sessions. Many medical schools 
fe now recognising the need for bioethics as a 
Jbject for undergraduate studies. However, there is 
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also a need to train those pursuing post-graduation. 
Inculcating ethics education during residency would 
ensure that these soon-to-be specialist doctors are 
equipped with the knowledge of complex concepts 
of ethics, and the ability to identify ethical concerns 
and advocate for the vulnerable where needed. 


ee ee eee 


RR2: ASYMMETRIES AND INEQUALITIES 
Venue: Cardinal Gracias Hall 
Time: 11.45 — 13.15 


ee ee eee 


RR2 (a): Ethics of rare disease diagnosis in the 
genomic era: A perspective from the South 
African state health system 


Michael Urban, Anita Kleinsmidt 


Rare diseases individually affect less than one in 
2000 people, and 80% are genetic in Origin. They 
collectively affect 5-8% of people and are increasingly 
becoming recognised as significant causes of disease 
even for lower- and middle-income countries. 
Affected individuals and families are vulnerable to 
discrimination and stigma in many forms, including 
difficulties accessing appropriate healthcare. A key 
limiting factor is the lack of a specific diagnosis. 
For families, a diagnosis permits the relief of an 
answer, potentially improved therapy, and genetic 
counselling about options such as prenatal diagnosis. 
Epidemiologically, diagnoses allow better definition 
of the scope of a health problem. For many rare 
disorders, diagnoses have been difficult to achieve, 
with “diagnostic odysseys” often lasting years or even 
decades. Genomic sequencing methods, such as 
exome sequencing, have disrupted the paradigm for 
rare disease diagnosis. Use of genomic testing early 
in the diagnostic pathway facilitates more frequent 
and rapid diagnosis, at costs already comparable 
to prior approaches and diminishing. In the South 
African state healthcare system, access to genomic 
diagnostics is hampered by low prioritisation of rare 
genetic diseases, and the relative complexity and 
rapid evolution of diagnostic options. Real resource 
limitations are compounded byinertia, silo thinking, 
a monopoly in provision of laboratory services, and 
conflicts of interest with research projects. These 
raise justice-related concerns regarding access to 
care for patients with rare diseases that should be 
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addressed by a national rare diseases policy and by 
recognising the need to accommodate both public 
health and patient interest. 


RR2 (b): Panchayats and health services: fragile 
bonds and the role of power and ethics in 
mediating governance in a decentralised setting 


Surekha Garimella, Prasanna Saligram 


Local participatory governance (LPG) reforms, which 
allow for local devolved discretionary power, are 
theorised to improve health system responsiveness 
and purported to enhance community participation, 
enabling the exercising of rights and demanding 
accountability from the system. The power of the 
medical fraternity and its dominance in health systems 
and beyond is extensively documented. In India, LPG 
is synonymous with Panchayati Raj Institutions (PRIs). 
A key question, therefore, would be to understand 
how devolved governance of LPG affects and mediates 
the centralisation tendency of the medical fraternity. 
A qualitative study using in-depth interviews and 
focus group discussions with various stakeholders 
and focusing on the responsiveness of the health 
system was conducted in Kerala. Pain and palliative 
care (PPC) and kidney patients’ welfare society 
initiatives were used as tracers to understand and 
trace pathways of health systems responses. The data 
collected was translated and transcribed, coded, and 
analysed using the framework approach. The medical 
fraternity were not completely devolved and were 
upwardly accountable to the health department and 
its programs (centralisation) whereas PRIis wanted to 
respond to local emerging needs. PRIs could initiate 
such actions as starting dialysis centres or appointing 
nurse technicians for PPC but could not recruit 
doctors for filling up vacancies in marginalised areas. 
Health staff wanted to respond to local issues, for 
instance on lifestyle modification to tackle NCDs but 
were unable to do so because of programmatic overload 
and physician vacancies. LPG, with its discretionary 
power, runs counter ethic to the dominance of the 
medical fraternity and needs next-generation reforms 
to elicit better responsiveness. 
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RR2 (c): The Global Gag Rule: US policy denies 
funds for vulnerable women in low-resource 
countries 


Ruth Macklin 


The Global Gag Rule (GGR) is a policy reintroduced 
by Donald Trump three days after his inauguration as 
President of the United States. An earlier version of the 
GGR under two US Presidents denied US government 
funding for foreign programs that mention access to 
abortion when counselling women who seek family 
planning advice or contraception. The GGR denies 
aid to nongovernmental organisations even if US 
dollars are not specifically used for abortion-related 
services. The current version expands previous policy 
as it affects not only reproductive health programs, 
but also other areas such as AIDS, malaria, and child 
health. Studies documenting past results of the policy 
demonstrate that its consequences are contrary to 
its intention: rates of abortion increased in countries 
where US aid was reduced. Additionally, women were 
denied access to contraception and safe abortion 
where available in their countries. HIV prevention 
efforts were also hampered. The widened scope of 
the present policy can harm vulnerable women by 
reducing access to information about family planning 
options and education regarding sexuality, placing 
them at risk for undergoing unsafe abortions and 
contracting HIV. The GGR violates widely accepted 
ethical principles as well as clauses in two human 
rights treaties: the Convention on the Elimination of 
all Forms of Discrimination Against Women and the 
International Covenant on Civil and Political Rights. 
In reinstating this policy, the US is failing in its 
responsibility to contribute to global health justice 
for millions of the world’s most vulnerable citizens— 
mostly poor women in resource-poor countries. 


RR2 (d): Alzheimer’s disease and inequality 
Dena S Davis 


Alzheimer’s Disease (AD) is generally understood to be 
a personal tragedy and a worldwide epidemic, but little 
attention has been paid to associated issues of justice 
and inequality. This paper calls attention to the many 
facets of inequality associated with the disease. 


AD is a devastating disease largely because the duration 
between diagnosis and death is quite long: usually 


between six and eight years. The ethical issue to explore 
is the extent to which this devastation is related to 
income and gender. 


AD in relation to gender: 


¢ Women, for reasons poorly understood, are more 
likely to succumb to AD, even controlling for 
longevity 


¢ Women are much more likely to provide 
uncompensated care for AD patients, often damaging 
their careers and/or Marriages in the process 


AD in relation to income and educational level: 


e People with higher levels of education are at lower 
risk for the disease 


e People with higher income have more resources 
with which to care for patients 


This presentation asks some pertinent questions: Which 
of these factors are remediable and which are not? 
How can societies disrupt and ameliorate the unequal 
purdens of AD? What are our ethical responsibilities as 
we face this continuing epidemic? 


SSS SSS a eee eee ee 


RR2 (e): Care, justice, and the role of foreign 
Jomestic workers: Navigating pathways towards 
300d home care for older adults in Singapore 


Vlichael Dunn, Jacqueline Chin, Nancy Berlinger, Mi- 
thael Gusmano 


ingapore is sometimes described as the world’s 
fastest-ageing” society. A less well-known aspect 
f caregiving in Singapore is the pivotal role played 
YY foreign domestic workers (FDWs). FDWs, almost 
Iways young women from South and Southeast 
‘sia, are employed by Singaporean families to work 
vithin their homes. Frequently, these women are 
mployed to undertake all-purpose domestic work 
s “maids” or “helpers” and are expected to care 
or older relatives in addition. Our aim is to outline 
he work undertaken by these FDWs and the ethical 
hallenges facing them. We draw on evidence collected 
9 develop an online ethics training resource for 
are professionals and analysis from a stakeholder 
1eeting convened to inform a report, entitled Good 
are at Home for Older Adults in Singapore. We 
10w precisely how FDWs are important to the 
are system in Singapore and how the. success 
f care transitions for older adults can hinge on 
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FDWs being recognised and substantively involved in 
these processes. Understanding the importance of 
FDWs in the organisational structure of Caregiving in 
Singapore also provides additional reasons to address 
some specific injustices facing these temporary, and 
often marginalised, workers. We conclude by making 
specific suggestions concerning the fair treatment 
of FDWs in relation to their employment contracts, 
training needs, working conditions, and access to 
formal support structures for family caregivers 
provided within Singaporean social policy. We also 
consider how these considerations of fairness can be 
conducive—rather than detrimental—to achieving 
broader goals of home care. 


ee ee eee 


RR2 (f): Equitable access to dementia care: 
Challenging the discourse of cure 


Monique Lanoix 


In richer nations, dementia is usually framed as a 
disease, an enemy that robs individuals of the last 
years of their lives. Within such a framework, good 
care implies finding a cure. However, in many middle- 
to-low income countries, the concern is directed 
at the care of individuals with dementia and their 
families. Even if a cure were found, it would present 
important ethical challenges. First, there are many 
types of dementia and finding a cure for Alzheimer’s, 
for example, would not necessarily be of benefit to 
everyone who has dementia. Second, cure would not 
be accessible to everyone, especially individuals in 
less affluent countries, thus increasing global health 
disparities. Third, family caregivers are not considered 
within this curative framework. This paper examines 
a proposal of a palliative model of dementia care. 
Although it appears promising, | propose to modify it 
by combining it with the chronic model of care. This 
new model is more sensitive to the changes in care 
needs as the disease progresses and can address 
the needs of family caregivers. Using an ethics-of- 
care framework, | show that my proposal is better 
adapted to include the needs of not only those who 
have dementia but also of their caregivers, who 
may have significant care needs themselves. This 
model can be implemented at a low cost and in a 
reasonably short period of time. This would reduce 
global health disparities and ensure more equitable 
health outcomes for both those receiving care and 
their caregivers. 
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RR2 (g): Screening trials for cervical cancer with 
“no screening” control arms 


Sandhya Srinivasan, Veena Johari 


Three clinical trials took place from 1998 to 2015 
in villages and slums in India to determine whether 
trained health workers conducting cheap screening 
tests could reduce incidence and mortality of cervical 
cancer. They were conducted on 374,000 poor women 
of whom 141,000 were in “no screening” control arms. 
Cytology screening is the standard of testing for the 
disease in India but not available universally through 
the government. At least 254 women in no-screening 
arms died from cervical cancer. Proper informed 
consent was not obtained in at least one trial. We 
examine arguments around the use of “no screening” 
controls in these trials. Ethical issues that arose in 
these trials were: the use of “no intervention” controls 
when effective interventions existed, violating Indian 
and international ethical guidelines; the question of 
researchers’ responsibilities to participants; whether, 
in the absence of government services, benefits to 
experimental arms justify denial of care to control 
arms; and whether potential future benefits to the 
community justify denial of care to participants. We 
conclude that researchers are equally responsible 
for all trial participants, an obligation overriding 
the potential future value of such research. It is 
unethical to conduct research predicated on non- 
availability of services; denial of care is particularly 
egregious in fatal diseases. These nondrug trials were 
not covered by Indian law. Our analysis highlights 
that regulation in India must include studies of “non- 
drug” interventions in resource-starved settings and 
protect vulnerable research participants. 


Note:Published in Srinivasan S, Johari V, Jesani A. 
“Cervical Cancer Screening in India”. In: Schroeder D, 
Cook Lucas L, Fenet S, Hirsch Feditors, (2016) “Ethics 
Dumping”—Paradigmatic Case Studies, a report for 
TRUST. Pp. 97-111.Availablefrom: http://trust-project. 
eu/deliverables-and tools/ 
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RR3: REPRODUCTIVE RIGHTS 
Venue: Auditorium Meeting Room1 
Time: 11.45 — 13.15 


RR3 (a): Moving towards adolescent friendly 
sexual and reproductive health services in India- 
A farce? 


Sanjida Arora 


The legal framework defining “child” in India violates 
the right of autonomy and self determination of 
adolescents. The purpose of this paper is to emphasise 
the necessity to adopt a rights-based approach 
for the formulation of various laws, policies and 
health programmes. This paper intends to analyse 
(explore) the various issues faced by adolescent 
girls in upholding their rights. It presents experiences 
of a hospital-based crisis centre interfacing with 
adolescents. These adolescents came to the hospital 
for various reasons e.g. being brought in by the 
police for a sexual assault forensic examination and 
to seek services like abortion. Interventions with 
adolescents have revealed that they lack awareness 
of safe sex measures, thus undermining their right 
to sexual pleasure without fear of infection, disease 
and unwanted pregnancy. The access to healthcare by 
adolescents is jeopardised by medico- legal procedures 
mandated by law. There is a conflict between services 
provided for adolescents under health programmes 
and the provisions of The Protection of Children from 
Sexual Offences Act (POCSO) 2012. The healthcare 
programmes acknowledge the sexual activity among 
adolescents and are aimed at improving their sexual 
and reproductive health. On the other hand, POCSO 
makes it difficult for healthcare providers to provide 
these very services to adolescents. The paper argues 
for the need to revisit contradictions in the law 
and policies and urges that the laws adopt a rights 
framework rather than a protectionist approach. 


RR3 (b): Surrogacy in India: A quagmire of 
conflict of rights 


Diksha Munjal-Shankar 


The commercial form of surrogacy has found a firm 
grounding in the country with many infertile couples 
resorting to it. However, at present, India’s visa 


regulations permit commercial Surrogacy only for 
Indians. This has left foreign couples with little choice 
as earlier India was one of the hotspots for the 
Practice given the financial advantage, lack of legal 
regulation, and better technologies when compared 
to other unrestrictive jurisdictions. Be that as it may, 
The Surrogacy (Regulation) Bill 2016 attempts to ban 
commercial surrogacy and replace it with altruistic 
surrogacy with many debatable riders. Against this 
backdrop, the paper aims to delve into and magnify 
the conflict between rights of the Surrogate mothers 
and the commissioning parents in the light of 
constitutional and statutory provisions. A case study 
method has been applied to understand the living 
conditions of surrogate mothers in Anand, Gujarat. 
The research paper brings forth the conditions which 
add to the vulnerability of the surrogate mothers 
and prevent them from knowing their rights, let 
alone exercising them. The bioethical concepts of 
autonomy and informed consent are jeopardised 
given their socio-economic background coupled with 
heir minimal education. Should altruistic surrogacy 
eplace the commercial form, the spirited notions 
9f autonomy and informed consent of the proposed 
close relative”, as mentioned in the bill, may well 
9e compromised given the patriarchal power and 
ontrol in Indian society. A complete ban on surrogacy 
vould not serve the purpose. What is required is 
he education and extensive counselling of surrogate 
nothers prior to entering the arrangement so that 
hey are then able to truly exercise their rights in 
in informed manner. 


ee 


R3 (c): Call for an international declaration 
in cross-border surrogacy and third-party 
2production 


linda Timms 


y introducing gamete donors, surrogates, and in vitro 
lanipulation into the space of human reproduction, 
ssisted reproductive technologies uncouple genetic 
id biological relationships and there by challenge the 
efinition of family and parenthood. Market forces and 
gal obstacles drive aspiring parents across borders to 
untries with permissive legislation and lower costs 
r their reproductive needs. These are often low- and 
iddle-income countries with populations vulnerable 
je to financial stress, inadequate healthcare access, 
1d poor regulation. Surrogates and egg donors from 
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these countries put their health at risk providing 
commercialised services for affluent foreigners. As a 
form of medical tourism, cross-border surrogacy and 
third-party reproduction highlights inequalities and 
injustices in a globalised world: well-to-do infertile 
couples in high-income countries shop abroad for 
medical and human services, including the use of 
women’s bodies or tissues, in their aspiration for a 
child. Clients then return to their own countries with 
little concern for the health or life of the surrogates, 
children, or embryos left behind. Are there rights and 
duties between countries and stakeholders, and how 
should they be enforced? Should free market forces 
determine who benefits and who may be harmed 
globally in this area of medical technology? Do 
governments have a duty to protect citizens at risk, 
or should individuals have the freedom to negotiate 
the use of their bodies? International organizations 
such as FIGO and ESHRE have denounced commercial 
arrangements in surrogacy. The Declaration of 
Istanbul on Organ Trafficking and Transplant Tourism, 
2008 was endorsed by the WHO and had a global 
impact. 


RR3 (d): Maternity in the market: Women, labour, 
and commercial surrogacy 


Aishwarya Chandran 


The proposed Draft Surrogacy (Regulation) Bill of 
2016 prohibits any form of surrogacy in India against 
payment, allows surrogacy only for heterosexual 
married couples with a demonstrable history of 
infertility, and if the surrogate isa “close relative”. No 
financial compensation is to be paid save for medical 
expenses incurred during the pregnancy. Against 
this background, this research seeks to understand 
Surrogacy within the context of traditional familial 
structures, demands of the market, and women’s 
agency over their bodies and reproductive processes. 
Understanding gender and its intersections with other 
marginalities such as caste, class, nationality, ethnicity, 
etc are some of the ethical concerns raised in the 
discussion. The outcome of the ethical inquiry illustrates 
intriguing lacunae in the normative understanding of 
women’s reproductive abilities as labour. The insistence 
on altruism as a virtue and juxtaposing it with the 
perceived wretchedness of commercial motivations 
seem to reinscribe dominant ideals of femininity, 
maternity, and to reinforce patriarchal notions of 
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motherhood as filial duty and feminine obligation. 
The research critically reflects on the issue of human 
rights in the context of women’s rights; on the 
consequences of the penetration of technology into 
reproduction on women’s bodily autonomy; and 
whether reproductive “choices” grant women any 
agency at all, or are mechanisms of subtle coercion. 
| will also briefly allude to the emergent concept of 
foetal rights and link it to the “viability”’debate. 


RR3 (e): Excluding or putting at risk? The limits 
of stringent policymaking for access of obese 
women with polycystic ovary syndrome to 
infertility treatment 


Victoria Doudenkova, Vardit Ravitsky, Jean-Christophe 
Bélisle-Pipon 


Polycystic ovary syndrome (PCOS) is a widespread 
endocrine disorder that affects 5-20% of women of 
childbearing age and has a significant impact on their 
fertility. Up to 90-95% of women attending a fertility 
clinic for anovulation are affected by PCOS, rendering 
assisted reproductive technology (ART) central to 
their care. Obese women with PCOS (OW-PCOS) 
represent half of affected women. It is well known 
that even modest weight loss (5% of total weight) can 
significantly improve endocrine and metabolic profile, 
improve reproductive function (increasing spontaneous 
pregnancy), increase ART efficacy, and minimise ART- 
associated risks. However, PCOS may exacerbate the 
difficulty of losing weight due to associated metabolic 
imbalances. The decision to restrict or allow access to 
fertility treatments according to body mass index 
(BMI) is fraught with ethics issues. This presentation 
will argue that both restricting and allowingaccess 
to fertility treatment are equally challenging and 
that nuances are of great bioethical interest. Due to 
metabolic imbalances, OW-PCOS tend to be excluded 
from fertility treatments as their BMI threshold is 
more than that of obese women without PCOS. 
When access is not restricted, OW-PCOS can be 
exposed to less effective and riskier interventions. 
BMI-based restrictions highlight a technology-centric 
approach in fertility care that produces this binary 
path. We conclude that this dilemma could be 
mitigated by a patient-centred approach in which 
lifestyle intervention can be a valuable, and a much 
more ethical, first-line treatment. It could help OW- 
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PCOS access fertility treatments as well as make ART 
more effective and less risky. 


RR3 (f): Home medical abortion: Lagging 
legislationin the UK 


Jordan Parsons 


The UK’s 1967 Abortion Act requires abortions to take 
place in approved clinical settings. When enacted, 
abortions were surgical. Nowadays, Early Medical 
Abortions (EMAs) are primarily medical. In a number 
of countries women are permitted to take the drugs 
away and administer them at home, allowing them 
to be comfortable ahead of what can be a painful 
experience both physically and mentally. Last year, 
Scotland legislated to allow this on the basis that 
there isno medical reason not to. Groups such as the 
Society for the Protection of Unborn Children have 
objected, raising concerns over women’s health, 
and utilising the “backstreet abortion” rhetoric. | 
consider firstly whether Scotland was right to make 
this change and, indeed, whether the rest of the 
UK ought to follow, before questioning whether it 
should become standard practice or simply one of 
a number of choices (undergoing the abortion in a 
clinical setting being an alternative). World Health 
Organisation guidelines declare home _ abortions 
a “safe option for women”, and the chances of 
significant side effects are negligible. As such, the 
1967 Act isan example of legislation lagging behind 
medical advances; for surgical abortions to take place 
in an approved clinical setting is a given, but for 
medical abortions this requirement is simply overkill. 
However, for some women the clinic may feel like 
a safer environment, so it is important for there 
tobe choices rather than all women being forced to 
administer the drugs at home. 


Note: Owing to legislative change in recent months, 
the content of this presentation will differ slightly 
from that included in the abstract. 


RR3 (g): Reproductive justice, ethics and access to 
safe abortions in India 


Sreeparna Chattopadhyay 


While survivors of rape may be most vulnerable and 
least able to access timely and safe abortions and 


post-abortion caré, women living in remote parts of 
the country are also similarly affected. This paper 
aims to present a commentary around reproductive 
rights, ethics and the inequities in access to safe 
and timely abortion care in India for marginalised 
populations. According to laws governing the medical 
termination of pregnancies in India, third-trimester 
abortions are illegal unless medically necessary to 
Save the mother’s life. Recently, several appeals 
were made before the Supreme Court of India for 
late-term abortions in instances of rape, especially 
child rape. This paper presents the example of a 
nineteen-year-old married woman in rural Northeast 
India, who had a third-trimester abortion,because of 
financial constraints. The case study is part ofa larger 
qualitative and ethnographic project on care and 
maternal health in rural Assam. Denying late-term 
abortions in instances of rape and lack of access to 
an abortion provider poses complex questions around 
bioethics and reproductive justice and may necessitate 
amendments to the Indian Medical Termination 
of Pregnancy Act. This case study poses several 
troubling questions - for providers, for the woman 
nerself, and for the concerned researcher. Given that 
several medically illegal but ethically justified abortions 
may be unreported, what are the implications for 
d0licies on abortion and reproductive rights, the MTP 
Act and India’s ethical obligation towards ensuring 
eproductive justice. 


SS ae eae 


8R3 (h): Ethical dilemmas inherent in the politics 
f sex selection and safe abortion 


uchitra Dalvie 


ex selection has for long been practised in many 
ultures through home remedies and_ female 
ifanticide. However, it was the discovery and 
se of ultrasound followed by abortion that led 
O Campaigns against sex determination in India 
1 the 1980s. Unfortunately, attention was focused 
way from the underlying gender discrimination 
nd patriarchal norms to the medical procedures 
nd pregnancy terminations that followed. This 
iscussion is based on the author’s experience of 
forking on the issue for almost two decades with 
ynaecologists in Maharashtra, and with civil society 
roups nationally. Stigmatisation of abortion has 
creased and women are being forced into unsafe 
r exploitatively expensive means to terminate a 
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Pregnancy. The campaigns to defend the girl child 
in India have argued that girls are needed in order 
to marry men, have children, and generally fulfil 
their obligations in perpetuating a patriarchal system. 
Violence against women, rape, polyandry, are projected 
as though they are eliminated in societies with a 
“good” sex ratio! “Choice” is not really exercised in a 
vacuum and the state can (and does) interfere with 
the reproductive freedom of individuals. If we want 
to ensure that female foetuses are not terminated, 
we need to start addressing the reasons why girl 
children are so unwanted. Sex determination data 
excludes those who do not terminate on finding the 
foetus is male but no one talks about them. Clearly, 
the central issue is really abortion, isn’t it? 


— eee 


RR4: HEALTH, HUMAN RIGHTS AND JUSTICE 
Venue: Auditorium Meeting Room2 
Time: 11.45 — 13.15 
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RR4 (a): The conceptions of justice in the 
Confucian world of the “great unity” and public 
perceptions of the justice principle 


Daniel Fu-Chang Tsai 


Modern theories of justice have been delineated 
by different schools of ethical theories including 
utilitarianism, egalitarianism, communitarianism, 
etc. These theories describe and reflect different 
perspectives of the justice principle as well as what, 
in common morality, people may contemplate about 
justice and fairness. An interesting question in terms 
of cross-cultural bioethics will be what are the 
Confucian principles of justice and how are they 
compared to the modern principles of justice? An 
even more interesting and relevant question is what 
do people from a Confucian ethics-based society 
think about the principles of justice, and are they 
influenced by the traditional Confucian values? In 
this paper, the author will first introduce modern 
theories of justice and then examine the Confucian 
“World of great unity”(Ta-tung) to see what principles 
of justice are contained and expected in such a 
political utopia. The author concludes that while the 
utilitarian principles of justice are most emphasised, 
the egalitarian principles of justice are required as 
well since the principle of Jen, humaneness, stresses 
love and care for the underprivileged and vulnerable. 
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The author will then present the result of a National 
survey on public opinions on the principles of resource 
allocation”. In this telephone survey, respondents 
were asked to rate Persad and Emmanuel’s eight 
principles of resource allocation according to their 
importance. The results show that most people value 
the utilitarianism principles of justice more than the 
egalitarian principles of justice. Some hypotheses and 
arguments regarding these results will be proposed. 


RR4 (b): Population self-reliance in health: The 
role of the fourth tier 


Mahesh Madhav Mathpati, Unnikrishnan Payyappal- 
limana, Darshan Shankar, John DH Porter 


Policies governing current health systems of a 
primary, secondary and _ tertiary _ institutionalised 
model of care neglect the role of individual, family 
and community in health. The fourth tier proposes to 
highlight population self-reliance in the system, the 
role of local health traditions and the environment in 
creating sustainable health. This concept is emerging 
from Indian lived reality and the focus is on health, 
wellbeing and not just disease. Thus, minimising the 
dependence and burden on the current three- tier 
system in order to build equity, justice and society. 
Health policy and systems research (HPSR) is used to 
reflect on and analyse this concept with additional 
focus on software (ethics, values) of the health 
system. The following themes will be interrogated: 
the dignity of the individual, respect for others, 
trust, equity and social justice. In “healthy” systems, 
how do these values express themselves and how 
important are they in case of the fourth tier? The 
health system that we are discussing is “human 
centric” in the sense that it has human beings at its 
centre. However, for it to be healthy and whole, the 
system needs to be inclusive of other perspectives 
that include human beings’ social, political, spiritual 
and environmental relationships. To understand this, 
we need to explore what is health and health system 
and the role of values (e.g. relationship, responsibility, 
trust and accountability) in the system. It is essential 
that the “software” that is ethics become central to 
the health system and policy. 
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RR4 (c): Inequities, eclipsing rights and the hope 
of ethics: Foregrounding ethics for claiming 
health rights in India 


E Premdas Pinto 


The social right to health care (SRHC) is not a 
legally protected right and the position of the Indian 
Constitution on SRHC is ambivalent. In addition, 
progressive abdication by the State of its responsibility 
to secure citizen’s social rights, has further stifled the 
realization of SRHC. This paper aims to conceptually 
reconstruct the interface between ethics and SRHC 
towards building ethical argument for citizenship 
and health rights. The paper is developed through 
the analysis of: (1) ethics and health rights related 
literature, (2) relevant policy and legal frameworks, 
and (3) civil society movements on/around health 
rights issues. It adopts a political economy approach 
and, health systems and citizenship frameworks 
to analyse health rights in relation to ethics and 
public health. Ethics framework and the usage of 
ethical-moral arguments of human _ rights, social 
justice and public health care as “public social good” 
have formed the foundation of citizens’ claims for 
SRHC in India. A strategic deployment of ethical- 
moral arguments have substantially advanced the 
SRHC discourse which is marked by the absence 
or inadequacy of a_ substantive legal framework or 
occasionally having laws that are regressive or rights 
commutative, resulting in expanding the basket of health 
entitlements. Cumulatively, in addition to expanding 
the basket of health entitlements, the ethical-moral 
argument has also re-invigorated social citizenship. The 
dialectics of health rights and ethics is marked by 
dilemmas, conflicts and contestations. Ambiguities in 
the interpretation of Constitution on SRHC along with 
a serious public health crisis in India, have only 
further confounded such dilemmas, primarily failing 
to hold the actors of such violations accountable. 
Ethics, offers a ray of hope for centring rights and 
ethics in the health-for-all discourse. It however, will 
need to broaden its horizons, beyond the confines 
of normative bioethics, to include communitarian and 
existential dimensions. 


eee 


RR4 (d): Ethics and judicialization of health in 
Brazil: A bioethical analyses and evaluation 


Alcino Eduardo Bonella 


This paper analyses the right to health litigation 
in Brazil. Judicialization is the name for individual, 
collective or institutional court litigation aimed at 
obtaining goods from the Brazilian national health 
system (SUS), outside the current protocols and pubic 
policies. The predominant model of judicialization in 
Brazil is composed of individual lawsuits from the 
most privileged layers of society to obtain, with 
high success rate, free health goods usually of high 
cost, especially new medicines. The paper presents 
basic empirical data, ethical arguments based on 
the principles of beneficence and justice, and some 
(partial) solutions. Reasons pro typically given: the 
right to life, right to health, treatment without 
discrimination and the duty of the State to meet 
these needs. Reasons contra: limited resources to 
neet all the demands, public priorities, disorganisation 
of the public system and unfairness in distribution. A 
oroposed assessment is that, from the ethical point of 
jiew, reasons contra overcome reasons pro because 
he predominant judicialization model produces 
nore harm than benefits (for example, in terms of 
juantity of people saved by the SUS policies), and 
hen, Judges and Brazilian Supreme Court have so 
ar been wrong. Our intuitions about rights can lead 
o the wrong answers when it comes to long-range 
Jublic health policies that deal with a large number 
f persons and complex epidemiological information. 
in important and seemingly overlooked aspect is the 
isk, under stress, of deciding on such issues without 
Nn analysis of cost-effectiveness, both in the courts 
nd health policies. 


R4 (e): Antivenoms, health and global justice: 
he right to essential medicines 


Maria Villalobos-Quesada 


nakebite envenoming, known as the “sickness 
f the poor”, is a heavy burden for low-income 
Duntries and it is particularly daunting among the 
ost isolated and poor communities, where access 
) health services is limited or inexistent. Each year, 
akebite claims up to 138,000 deaths worldwide and 
uses lifelong individual and social consequences. 
vakebite is considered a “public health emergency” 
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and was recently included in the WHO neglected 
tropical disease list. What is most Surprising is that 
there is an effective standard treatment: antivenom, 
which is considered an essential medicine. Death 
and adverse effects are preventable if antivenom is 
made properly available, but often, it is not. 


This work aims to increase the problem’s visibility 
and to enquire if a model of research and innovation 
based on global justice can improve access to this 
essential medicine. The study consists of theoretical 
and empirical analyses, the last one carried out 
through semi-structured interviews. The existing 
problem of snakebite reveals that although the right 
to health has been invoked by many, it has failed to 
assist those who need them the most. Nevertheless, 
different initiatives around the world are fighting 
back. A model based on global justice was developed 
by the Institute Clodomiro Picado in Costa Rica, a 
developing country. Although such a model presents 
limitations and requires local adaptation, it could 
serve to improve the access to essential medicines, 
having a significant potential impact on the health 
and wellbeing of the most vulnerable populations. 


a 


RR4 (f): How the RCEP negotiations could impact 
the regional and global supply of affordable 
generic medicines 


Kajal Bhardwaj 


The importance of generic production in increasing 
access to medicines across the developing world has 
been underscored by the fall in AIDS deaths by over 
18% annually since the middle of the last decade. 
The generic ARVs that have made this possible, come 
largely from the Asia-Pacific region. 


Thailand and India have been in the forefront of ARV 
production and China in that of active pharmaceutical 
ingredients Today these three countries are in the 
midst of the Regional Comprehensive Economic 
Partnership Agreement (RCEP) negotiations. Leaks of 
the intellectual property chapter being negotiated 
were reviewed to determine if expanded intellectual 
property protections on pharmaceuticals are part of 
the RCEP negotiations. Generic production and supply 
from developing countries is already hampered by 
the implementation of the WTO’s TRIPS Agreement 
and the consequent granting of 20-year patents 
on crucial medicines for HIV, Hepatitis C, TB, etc. 
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Self-imposed restrictions through voluntary licenses 
negotiated through the Medicines Patent Pool or 
directly with MNC pharma have further limited 
the reach of generic producers. The review shows 
that the TRIPS-plus measures being demanded in 
the RCEP negotiations by Japan and South Korea 
will change patent laws in key generic producing 
countries in the Asia Pacific region and could give 
MNC pharma control over the production and supply 
of generic medicines across the developing world. The 
RCEP negotiations are a threat to fulfilment of the 
Sustainable Development Goals which governments 
have committed to, especially in the context of 
achieving health for all. 


RR4 (g): Global justice and the “brain drain” 
syndrome 


Peter Osimiri 


That the world we live-in today is characterised by 
gross injustice is substantiated by the radical inequality, 
the massive disparities of wealth within and between 
nations of the world. The inequality is however 
compounded by the phenomenon of “brain drain”, 
the fact that the already fragile healthcare systems of 
the global South are losing a substantial percentage 
of their skilled medical professionals as they emigrate 
in droves to the global North in search of better 
Opportunities. Migration of skilled health workers, 
as already implied, generally improves the incomes 
and life chances of the émigrés as they contribute 
positively to the healthcare systems in the developed 
world. For the émigré and the receiving countries of 
the North, therefore, “brain drain” in the medical 
sector presents a win-win situation while imposing 


significant social, economic and human costs on the © 


sending countries of the South. Thus, the normative 
question arises-given the conventionally recognised 
right to movement and the right of communities 
to defend themselves from harm-as to whether 
States in the global South can justifiably prevent 
the emigration of their skilled medical professionals. 
The paper argues that, giving due attention to the 
requirements of global justice, the communitarian 
character of African and Asian traditions as well the 
critical role that effective healthcare delivery might 
play in ensuring human flourishing in these societies, 
a limited right to restrict the emigration of medical 
professional may be justified. Bioethics ought to pay 
attention to global, non-Western perspectives. 
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PARALLEL IN-CONGRESS WORKSHOPS/ SYMPOSIA 
WS/S1 TO WS/S17 

Venue: Annexe Meeting Room 

Time: 14.15 — 15.45 


WS/S1: Incorporating a justice lens into health 
systems research ethics: Implications for policy and 
practice in the Global South 


Facilitators:Bridget Pratt, Dorcas Kamuya, Noni Mumba 


Health systems research is critical to reducing health 
disparities between and within countries and building 
health systems that deliver for all. In a global context 
of persistent disparities in access to high-quality health 
services, rising healthcare costs, and lack of financial 
protection against catastrophic healthcare expenditure, 
demand for health systems research is rapidly growing 
and it is increasingly being funded worldwide. Yet 
there are currently no specific guidelines for the ethical 
conduct and oversight of health systems research, with 
justice-related concerns identified as a particular gap. 
This gap is especially problematic for the field. 


Health systems research often operates at system or 
population (as opposed to individual) level. It can entail 
large population studies intervening in ways that might 
affect the social structures of society. It also includes 
forms of embedded and participatory research that 
might make the distinction between research activities 
and health care practice less clear. Health systems 
research can thus have significant implications for 
whether or not health and social justice are attained at 
the population level. 


It is imperative that justice considerations be articulated 
and guidance on addressing them be formulated to 
informthe development ofhealthsystems research ethics 
guidelines. This session aims to continue discussions of 
justice considerations in health systems research and 
how they can be dealt with in practice across different 
contexts. It will target those who conduct, review, and 
fund health systems research. 


Venue: Auditorium Meeting Room1 
Time:14.15 — 15.45 


WS/S2: Regulating values at the margins of health 
research 


Facilitators: Graeme Laurie, Nayha 
McMillan, Annie Sorbie 


Sethi, Catriona 


This symposium explores the interim findings and 
implications of the Wellcome Trust project entitled 
“Confronting the liminal spaces of health research 
regulation”, based at the School of Law, University 
of Edinburgh (the “Liminal Spaces” project). This 
project brings together an interdisciplinary team to 
examine the ethical, social, and legal dimensions of 
regulating human health research in contested areas 
and in domains of transition and change. Examples 
include: (i) effectively addressing the challenges of 
conducting health research in emergency contexts, (ii) 
accommodating pluralities of values in undertaking 
Numan embryo research, and (iii) Operationalising 
the amorphous concept of public interest to facilitate 
and justify human health research when “publics” 
and “interests” are diverse and potentially competing 
n an unequal world. The symposium comprises 
Japers from members of the Liminal Spaces 
yroject on each of these topics under the rubric 
of “regulating values”. It will address questions such 
is: 1) How do we determine what is permissible 
ind legitimate at the margins of health research 
when existing regulations cannot apply or traditional 
jovernance mechanisms, such as consent, cannot 
yr should not be deployed? 2) How can we design 
ffective and responsive regulatory mechanisms for 
luman health research in contexts that are typified 
y rapid and unpredictable change? 3) How do we 
acilitate and advance productive debate on morally 
ensitive subjects where regulatory regimes are 
lready established? 4)What can bioethics contribute 
O understanding the challenges and to informing 
ossible solutions and responses? The objectives of 
he symposium are to offer insights from the Liminal 
paces project as to how these questions might 
e addressed and to explore with participants ways 
1 which the research might bring additional value 
9 wider communities engaging or participating in 
uman health research, especially when it comes 
) articulating bioethical obligations in a__ global 
ontext. 
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Venue: Auditorium Meeting Room2 


Time: 14.15 — 15.45 

WS/S3: Publichealth ethics and qualitative research: 
Experiences from the field 

Facilitators: Mala Ramanathan, Sunu C Thomas, 
Bevin Vinay Kumar, Malu Mohan 


Qualitative research in health, when situated in a 
public health framework, calls for reviewing research 
ethics and the relationship between researcher and 
informants. The loyalties are not always individual 
Oriented and can be conflicted. While going into 
the field, a researcher will need to recognise the 
multiple roles being thrust upon them because of the 
emerging ties to the community, the method, and 
the research itself. For example, with ethnographies, 
dual loyalties to the observed communities and to 
individual informants can result in moral conflicts 
for the researcher. This has been brought out 
through ethnography in a community setting where 
the public health orientation poses a challenge to 
documentation of observations. On the other hand, 
individual identity can pose an emotional challenge 
to the research process while using phenomenological 
approaches. A researcher can find it difficult to 
bracket themselves out of a research process while 
describing experiences of infertility. Phenomenological 
approaches call for bracketing the self out of the 
research process, and this can be difficult when the 
researcher identifies with the informants. Grounded 
theory calls for grounding categories emerging 
from the narratives of informants. However, when 
a public health researcher has the distribution of 
healthcare facilities in mind as “received knowledge”, 
these can impose barriers to inductive coding that 
emerge from individual narratives of healthcare 
providers. Thus, a public-health focus can impose 
moral challenges to methodologies in qualitative 
research. We have attempted to highlight the 
challenges using specific examples of case studies in 
the field where ethnography, phenomenology, and 
grounded theory approaches have been used. It is 
important to document the ethical challenges and 
their intersection with methodology, especially with 
qualitative research, as these are less documented. 
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Venue: Annexe Board Room 

Time: 14.15 — 15.45 

WS/S4: Putting ethics at the heart of data sharing 
and biobanking in LMICs 


Bocili Upithorines Liter of Pry yi 
Moodley, Athira P S Nair, Claire Lajaunie, Pierre Mazze- 
ga, Calvin W. L. Ho, Alastair V Campbell 


Data sharing and biobanking have the potential to 
support scientific research and increase scientific 
efficiency. These activities could be particularly useful 
in resource-limited settings, such as low- and middle- 
income countries (LMICs), in so far as they maximise the 
utility of data and minimise unnecessary duplication. 
However, researchers working with and in LMICs 
face several ethical challenges in respect of both data 
Sharing and biobanking. This symposium focuses on 
the following key challenges that may be especially 
pertinent to LMICs: 


1) 
2) 
3) 
4) 


Respecting participants and communities 
Promoting equity 

Advancing good governance 
Sustainability 


As data sharing and biobanking practices expand from 
high-income countries (HICs) to LMICs, new ethical, 
legal, and social concerns have emerged. For example, 
global collaborative research projects are increasing in 
number and size, and this has led to concerns about 
ownership, control, infrastructure, and sustainability, 
particularly in LMIC settings. Also, epidemic diseases 
remain a grave threat to the world, and timely sharing 
of data and knowledge is likely to be an essential part 
of responding to this threat. Stakeholders are currently 
drawing up frameworks for the collection and use of 
samples in emergency situations. This raises a question 
as to whether or not there are fundamentally different 
ethical issues raised when conducting research in 
non-emergency versus emergency situations. It is also 
important to recognise that the landscape of data ethics 
and biobanking continues to evolve, bringing with it new 
challenges and opportunities. First, stakeholders in HICs 
are currently considering the impact of linking health 
and social data to genomic data and other existing 
research data. Second, there is growing concern about 
the ethical implications of an increasing move to link 
large databases and permit exploration with machine 
learning / artificial intelligence (Al) approaches. The 
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ethical implications of these developments on LMICs 
will be discussed in this symposium. 


Venue:Community Health Demonstration Room1 
Time:14.15 — 15.45 

WS/SS: Privacy and health- intersections and 
concerns in our digital surveillance age) 


Facilitators: Vivek Divan, Srinivas Kodali, Usha Ra- 
manathan, Kajal Bhardwaj/Veena Johari 


The right to privacy has found emphatic support 
as a core aspect of the right to life and liberty 
guaranteed in the Indian Constitution, as articulated 
recently bythe Supreme Court of India in Justice KS 
Puttaswamy v Union of India. As the court pointed 
out, privacy impacts every aspect of life. One of the 
areas that the court noted, albeit in passing, was 
health. In recent debates in India on the Aadhaar 
scheme and related legislation, grave concerns have 
arisen on the extent and manner in which personal 
information will be collected, stored and shared with 
and by the State. Health information is one such 
area. Even before the Supreme Court has determined 
whether the Aadhaar(Targeted Delivery of Financial 
and Other Subsidies, Benefits and Services) Act, 
2016 is compliant with the Constitution, there were 
several reports and findings that health information 
has been revealed or leaked through the Aadhaar 
data storage system. Indeed, such leaks have also 
revealed the extent of health information that 
the State and private actors possess of Aadhaar 


subscribers, and raised the question whether the 


State even needs to have this amount of information 
about the citizenry. Non-subscription to the Aadhaar 
scheme has meant the denial of health services and 
commodities to healthcare seekers; and numerous 
instances of Aadhaar registration as a precondition 
to access medicines and other health-related benefits 
have been documented. 


See 


Venue:Community Health Demonstration Room2 
Time:14.15 — 15.45 

WS/S6: eMental health in the iGeneration: 
International perspectives on ethics, youth, and 
digital mental health 


Facilitators: Gabriela Pavarini, llina Singh, John 
Naslund, Pattie Gonsalves 


Recent advances in computing and artificial intelligence 
have led to progressive leaps in our potential for 
automated mental health care; in response, there 
has been an explosion in digital tools to prevent and 
treat mental disorders and to increase psychological 
wellbeing. Resources include mental health apps, video 
zames, therapy chatbots, social media—based programs, 
stc. These tools have the potential to close the mental 
1ealth treatment gap and increase availability of mental 
vealth services. However, their wide distribution also 
rompts an inquiry into their societal, ethical, and legal 
mplications. Across three talks, we discuss the ethical 
limensions of digital mental health innovations, including 
Inline support networks, mental health chatbots, and 
nental health apps. What risks and opportunities does 
his digital revolution pose for young users? What 
thical standards should guide the development and 
mplementation of these new tools? What measures 
hould be taken to ensure these resources are safe and 
ffective? 


he symposium also brings the first-person perspectives 
nd experiences of youth into the debate. This generation 
f youth will be the first in history to have an array of 
utomated mental healthcare tools available; however, 
1eir voices and ethical concerns about such tools are 
ardly ever considered in public debate and decision 
laking. Supporting the United Nations Convention for 
ve Rights of the Child, which states that children have 
ve right to express their own views in all matters that 
fect them, we present young people’s perspectives 
n the promises and perils of digital mental health. The 
/mposium concludes with a presentation of the core 
sights gained at a preconference public engagement 
vent, during which a group of youth will be invited 
) share their attitudes and preferences in relation to 
novations in digital mental health. 
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Venue: Pathology Demonstration Room1 
Time: 14.15 — 15.45 


WS/S7: Factoring in the politics of knowledge: An 
ethical imperative 


Facilitators: —§ Prachinkumar Ghodajkar 
Banerjee, Rakhal Gaitonde, Ritu Priya 


Madhulika 


Most dominant plans for Universal Health Care / 
Comprehensive Primary Health Care foreground the 
importance of access to the best available medical 
care. However, this takes the dominant system 
of medicine and the knowledge system on which 
it is based, for granted as the best available. An 
alternative approach sees the present dominant 
health system (and the knowledge base on 
which it rests) itself as part of the problem. This 
approach, starting from a recognition of the social 
construction of systems of knowledge production, its 
legitimation and use, recognises the way in which 
these systems are, in the present circumstances, 
thoroughly commodified and deeply entwined with 
the market. We thus argue that ignoring the politics 
of knowledge is not just of academic interest, but 
is an ethical imperative. Community participation, 
without also engaging respectfully at the cognitive 
/ epistemological level, in our opinion, needs to 
be seen as unethical. We argue that engaging 
critically with a number of institutionalised and 
folk systems of knowledge, that are widespread, 
culturally appropriate and based on the local eco- 
system, provide opportunities for us to go beyond 
the values and frames of the dominant bio-medical 
system and open up possibilities to conceptualise 
health systems that foregrounds people’s experience, 
local resources, autonomy, justice, and at its core, 
deep democracy. While wary of a romanticising of 
all things local, we are equally concerned about 
the universalisation of only one frame of knowledge 
and thus suppression of all others, especially of 
the subaltern. Throughout the presentations we 
will draw on various experiments that attempted to 
engage with / include traditional and lay knowledge 
systems and attempt to highlight the range of issues 
that arose from these attempts. 
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Venue: PhysiologyDemonstration Room1 
Time: 14.15 — 15.45 
WS/S8: Faking it 


Facilitators: Sarah Hodges, Rene Gerrets, Patricia King- 
ori, Emma Garnett, Julia Hornberger, Daniel O’Connor 


At times, it feels that we are inhabiting world in 
thrall of the fake. World leaders wave off criticism 
with a pithy, tweet-able phrase: ‘Fake news!’—itself 
widely read as an inauthentic gesture. How might 
bioethical enquiry respond to the all-pervasiveness of 
‘fake-talk’? How might we respond to the seemingly 
relentless challenges to claims of truth or authenticity 
that infuses our contemporary condition? This is a 
particularly pressing question for global health. Over 
the past few decades, global health practices— whether 
as therapeutic intervention or basic research— have 
regularly been beset by concomitant anxieties of 
authenticity. We regularly hear questions regarding 
possibility of achieving ‘real’ gains against global 
health challenges. More worryingly, perhaps, hardly 
a day passes without hearing doubts raised about 
the authenticity of very tools that we might use to 
achieve global health targets—such as fake drugs 
or data fabrication. Whilst these discussions of real 
or fake regularly presume that boundaries between 
‘real’, ‘fake’ or ‘inauthentic’ are clear and knowable, 
this symposium asks: are they? And, if not, how 
are we to get to grips with the shifting political 
and ethical terrains that fake-talk produces? Might a 
set of explorations of the terrain of the inauthentic 
produce any social, political and ethical value? 


Venue: BiochemistryDemonstration Room1 
Time: 14.15 — 15.45 

WS/S9: Vulnerability and justice in global health 
emergencies and humanitarian practice 


Facilitators: Agomoni Ganguli-Mitra, Ryoa Chung, 
Matthew Hunt, Lisa Eckenwiler, Lisa Eckenwiler, Jasmin 
Metz, Yashar Saghai 


Global health emergencies (GHEs)—such as infectious 
disease outbreaks, conflict, and mass migration—are 
acute cases of uncertainty, distress, and suffering. They 
are also known to exacerbate existing inequalities and 
vulnerabilities and therefore provide a compelling setting 
for examining the relationship between vulnerability 
and injustice. Vulnerability has been defined as a 
situation in which someone is at increased likelihood 
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of being harmed and/or not having their interests justly 
considered and also where they are weakened in their 
capacity to protect their own interests. 


This core ethical concept in humanitarian action and 
emergency response is meant to help moral agents 
fine-tune their efforts to uphold the equal moral 
worth of all people by paying better attention to the 
particularities of vulnerability. However, it has also been 
criticised as being both too broad and too narrow and 
leading to essentialism and protectionist practices. The 
specific relationship between vulnerability and various 
forms of injustice has received relatively little attention 
in the context of GHEs and humanitarian action. 


We present research from our network on vulnerability 
and a Wellcome Trust-funded, 12 month project on 
vulnerability and justice in GHE regulation. In particular, 
we ask: 


1) Howis vulnerability conceptualised, and how should 
it be conceptualised in humanitarian responses to 


GHEs? 


2) To what extent does the concept of vulnerability 
help us consider structural and epistemic injustice 


and vice versa? 


3) How do humanitarian actors operationalise 
vulnerability, and how might that affect existing 


background injustices? 


4) In what ways can methods and frameworks that 
anticipate future understandings and responses to 
GHEs be made more sensitive to considerations of 


structural, epistemic, and spatial justice? 


Venue: Microbiology Demonstration Room1 

Time: 14:15 - 15:45 

WS/S10: Gender based violence in India: Critical 
insights into the ground realities based on empirical 
and secondary research 


Facilitators: Lakshmi Lingam, Sunita V. S$. Bandewar, 
AmitaPitre, Tejasvi Sevekari 


The workshop draws upon the current research-cum- 
advocacy initiative supported by the Department of 
Health Research, Ministry of Health and Family Welfare, 
Government of India, hosted at the Tata Institute of 
Social Sciences. The workshop seeks to offer insights into 
the current context of gender-based violence in India, 


focusing on conceptual and empirical considerations 
against the backdrop of the post-Nirbhaya legal 
reforms. 


We share findings of our secondary and empirical 
research within the public healthcare system in two 
States. The secondary research pertains to analysis 
of the historical context of reforms in India relating to 
sexual violence to appreciate the contribution of the 
feminist movement and feminist discourse in India and 
the role of larger civil society over the past four decades. 
In India, the feminist jurisprudence and its contribution 
to medical jurisprudence or forensic medicine in the 
context of sexual violence against women is influential. 
In this workshop, we reflect on whether the Nirbhaya 
case alone has been responsible for the aforementioned 
reforms or whether these reforms are rooted in the 
longstanding autonomous women’s movement in India 
and its contribution to gender justice in law (which span 
wide ranging areas concerning women, such as health 
rights, land rights, access to law, and other apparatuses 
to justice). 


The primary research was aimed at assessing the 
preparedness of the public healthcare system to provide 
comprehensive care and evidence collection for sexual 
assault in the two study states in the context of the 
reforms. It brings forth the gaps in implementation 
that persist and constitute a major obstacle in making 
these progressive policies and reforms effective. Given 
the fact that the reforms are intersectoral in nature, 
mplementation has been particularly challenging. Lack 
of efficient implementation of such policies and reforms 
amounts to denying survivors their right to justice. 


Jenue: Pathology Demonstration Room2 

Time: 14.15 — 15.45 

NS/S11: Unpackingstructural, intersectional, and 
xxistential layers of Dalit marginalisation and the 
tthical challenges and dilemmas of their strate- 
fic empowerment: How can the bioethics com- 
nunity respond? 


na, Manjula M 
Jalit communities, historical survivors of the practice 
f untouchability, have shown resurgence and 
esilience in varied ways against the collective social 


justice and indignities in India. Constitutional, legal, 
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and policy measures meant to address the historical 
injustice have been half baked due to the entrenched 
caste ethic at the base of resistance to any societal 
change. The realisation that marginalisation is systemic, 
multi-layered, and intersectional and the process of 
resistance and struggle have given visibility to the 
layers of marginalisation forming the underbelly of 
the construct of Dalits, which posit several ethical 
challenges and dilemmas. 


This participatory workshop aims at unravelling the 
contours of intersectionality of Dalit marginalisation 
in terms of class and gender in addition to 
embedded caste identity. The Mmarginalising caste- 
based practices of untouchability, manual scavenging, 
and the devadasi system, though constitutionally 
banned, are rampantly prevalent. Legal prohibition 
has not carried over to the social ethic, and the 
community is additionally challenged to prove the 
existence of such practices against a hostile society 
and the denialistic authorities. While some practices 
are tackled by social movements, others are subtle 
and subterraneous. Dalit women raising issues of 
domestic violence invite antagonism from Dalit social 
movement leaders, predominantly men. 


The presentations are based on the grassroots work 
of confronting such challenges and are conducted 
by community leaders—women and men—who have 
led the struggles and faced challenges both from 
the State and societal order while working on the 
building blocks of stitching together strategies within 
the larger framework of social justice, dignity, and 
equality. The presentations will be ably transliterated 
and translated into English. The workshop will be 
participatory in nature and will collectively elicit 
responses from participants how the society at large 
can respond to these issues. 


Venue:Biochemistry Demonstration Room2 
Time:14.15 — 15.45 

WS/S12: Prevention of war and violence: An 
ethical obligation 


Facilitators: ArunMitra, Shakeel Ur 
Rahman,A.R.Shanthi, International Physicians for the 
Prevention of Nuclear War (IPPNW), Indian Doctors 
for Peace and Development (IDPD, Navinder Singh, 
Jeetendra Singh 


War is the most serious threat to public health, 
has catastrophic effects on infrastructure and the 
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environment, and accounts for more deaths and 
disability than many major diseases combined. It 
destroys families, communities, and sometimes, 
whole cultures. It channels limited resources away 
from health and other social needs, causing death, 
injury, migration, concentration in refugee camps, 
and affecting family life. Children not only lose on 
education but as a result of continuous exposure to 
violence and witnessing the death of loved ones, 
suffer lasting trauma. 


Events in Syria, Palestine, and low-level ongoing 
conflict in South Asia, are issues that concern us 
all. These could at any time explode in to larger 
wars, carrying the threat of nuclear weapons. There 
are about 20,000 nuclear weapons present on earth 
today. Various studies on the humanitarian impact 
of nuclear weapons have proved through scientific 
evidence that nuclear war in present times could be 
catastrophic and spell the end of modern civilization. 
Even if governments decide against the use of nuclear 
weapons, the danger of their use by terrorist groups 
persists. Moreover, manufacture and possession of 
these weapons, putting them on alert, and their 
maintenance place a heavy burden on the 


exchequer, thus depriving citizens resources that could 
otherwise have been used for health, education, and 
development. 


The medical profession has no remedy to offer 
in the aftermath of nuclear exchange. Abolition is 
the only answer. Therefore, it becomes an ethical 
obligation of doctors, nurses, paramedics, pharmacists, 
scientists, public health activists, and_ civil-society 
Organisations around the globe to come forward 
to build a mass movement to prevent war and 
violence. The proposed symposium will address 
all these issues with an aim to sensitise doctors, 
scientists, professionals, lawyers, etc participating in 
the international meet on bioethics and encourage 
them to follow up by building public opinion in 
favour of a nuclear weapons-free world. 
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Venue: Microbiology Demonstration Room2 
Time:14.15 — 15.45 

WS/S13: New genomic technologies and 
rethinking bioethics 


Facilitators: So-Yoon Kim, Ilhak Lee, Calvin W. L. Ho, 
Chi-Hsing Ho, Athira P S 


The symposium explores the implications of genomic 
information on_ bioethics, more precisely, the 
possibility/reality of genetic discrimination and the 
ethical and legal response to it. As the potential 
benefits of genetic information in healthcare, such 
as personalised medicine, become more realistic, 
society also becomes concerned about the unwanted 
consequences of this technology. One of the major 
concerns is genetic discrimination. Many societies 
have developed ethical and legal measures to prevent 
this from happening and also to sustain the trust 
of the people. However, there are some questions 
about genetic discrimination that remain still to be 
answered. 


The first: What is the exact meaning of and issue 
with genetic discrimination? To answer this question, 
we need to develop a philosophical understanding 
of “genetic discrimination”, which will be given by 
Calvin Ho. 


The second: What are ethical and legal approaches 
to prevent discrimination from happening? Although 
we agree that (unjustifiable) genetic discriminations 
should be prevented, we are not at a consensus 
of what kind of legal enforcement will bring about 
this goal. This leads us to the very difficult question 
about the relationship between ethics and law. Chi- 
Hsing Ho will tackle this question. 


The third question, rather pessimistic because it 
assumes that the law may fail to fulfil its goals, 
is: Why do laws on genetic discrimination have 
limitations? Ilhak Lee tries to answer this question 
from a_ sociological perspective. He argues that 
because discrimination also happens in the context 
of social injustice, if we do not pay attention to 
the social arrangement, the “bioethical approach” is 
doomed to fail. 


However, regulating imprudent use of testing and 
information cannot be postponed. Athira Nair 
argues for the necessity of legal protection against 
discrimination in the Indian context. 


eS 


Venue: Physiology Demonstration Room2 
Time:14.15 — 15.45 


WS/S14: Effective communication: a tool for 
health for all 


Facilitators: Rema Devi, Prem Kumar G, Magi 
Murugan, Dinesh Kumar 


Communication is the much-needed act of conveying 
the intended messages to a person or group of persons 
and is pivotal for a good doctor patient relationship. It 
facilitates the comprehension of medical information 
and allows better identification of patients’ needs and 
expectations. This in turn reduces work stress and 
increases job satisfaction for healthcare professionals. 
There are three types of communication: verbal, 
nonverbal, and paraverbal. Ina perfect world, healthcare 
professionals would be effective leaders who inspire 
confidence and communicate with their patients in ways 
that produce positive clinical outcomes. Currently, many 
vealthcare providers fall short of these communication 
skills. 


lost of the adverse effects as seen nowadays—targeting 
of junior doctors by the public and medical negligence 
sases charged against doctors—are secondary to poor 
-ommunication and loss of trust in the doctors, which 
tems from poor communication. To address this issue, 
nedical schools have begun to incorporate improvisation 
exercises into communicatingtraining. There are different 
varriers for effective communication, such as lack of 
nowledge, language barriers, stress, tiredness, lack of 
ime, lack of insight into the nonverbal components of 
ommunication. This workshop is an attempt to help 
he participants understand the different components 
f communication, its importance, and the different 
arriers they may face to facilitate improvement in 
atient care. 


enue: Forensic Medicine Demonstration Room1 
ime: 14.15 — 15.45 

VS/S15: Ethical issues in end stage kidney 
isease care: A call to action 


acilitators: Dominique Martin, Vivekanand Jha, Valerie 
Jyckx, Elmi Muller, Vijay Kher, Nobhojit Roy 


is estimated that more than 3 million people die 
rematurely each year from end-stage kidney disease 
SKD) due to the unavailability of renal replacement 
erapy (RRT) in the form of dialysis or kidney 
ansplantation. In many countries, patients, their 
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families, healthcare workers, and health policymakers 
must grapple with resource allocation decisions about 
ESKD care that have life and death implications. 


In this symposium, we draw on work recently 
undertaken by the International Society of Nephrology 
to address issues in ESKD care. We briefly present 
some of the key ethical challenges identified by the 
international community of nephrologists and outline 
plans for action intended to address them. Specific 
attention is given to the issue of priority setting and 
ways in which lower and middle income countries 
may strive to promote justice in the allocation of 
their health resources. Recognising the severity of 
resource limitations in some contexts, and the ethical 
anxiety this may provoke in health care professionals 
tasked with providing care for patients with ESKD 
for whom no life sustaining treatment is available, 
we consider the ways in which commonly accepted 
ethical principles such as respect for autonomy may 
be conceptualised and enacted. 


A panel and audience discussion will explore specific 
issues further in the context of low- and middle- 
income countries and consider ways in which bioethics 
scholars may contribute to multidisciplinary work in 
this field. Despite the ethical complexity of many 
issues in ESKD care and the significant impact of ESKD 
on healthcare systems and vulnerable populations 
around the world, these issues have received little 
attention from bioethicists with the exception of 
issues pertaining to kidney transplantation. This 
symposium is an important step towards redressing 
this neglect. 


Venue: Forensic Medicine Demonstration Room2 
Time:14.15 — 15.45 
WS/S16: Neglected by ethics: Vector-borne diseases 


Facilitators: Andreas Reis, Michael J Selgelid, Abha 
Saxena, Florencia Luna, Zeb Jamrozik, Vijayaprasad 
Gopichandran 


Vector-borne diseases (VBDs) are associated with 
heavy burdens, particularly in poor and vulnerable 
communities. Their transmission by vectors provides 
opportunities for specific public health interventions and 
gives rise to unique ethical issues. Despite their growing 
importance, ethical issues associated with VBDs have 
not previously been explored comprehensively. 


The burden of VBDs is inequitably distributed among 
the poor, and pregnant women and children are often 
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at highest risk. Such vulnerability in terms of the social 
determinants of VBDs is compounded by environmental 
factors. Appropriate policy-making often requires 
explicit consideration of not only scientific but also 
ethical matters. 


VBD research and the implementation of interventions 
in policy have raised controversy and specific ethical 
issues. For example, human challenge studies for 
vector-borne pathogens involve the deliberate infection 
of research participants but can be an important tool 
for developing and testing new interventions, including 
in low- and middle-income countries. Meanwhile, the 
recent implementation of a novel dengue vaccine, and 
vector control efforts (including during recent outbreaks) 
have highlighted important issues in public health ethics 
related to VBDs. 


This symposium aims to explore salient examples of 
ethical issues associated with VBDs, and to discuss the 
development of WHO draft guidance in this area. 


Venue: Pharmacology Demonstration Room 
Time:14.15 — 15.45 
WS/S17:Conscientiousobjection 
accommodationofconscientious objection in 
medicine: Reasonability and real consequences 


Facilitators: Udo Schuklenk, Debora Diniz, Jason T 
Eberl 


The ethical justifiability of accommodation of 
conscientious objection has become a hotly-contested 
issue again, both within bioethics, and also politically. 
This debate has been fuelled recently by expanded 
legalisation of physician-assisted death, public health 
crises that impact reproduction (eg, Zika), and greater 
recognition of the rights of LGBT patients. The two 
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objectives of this panel are 1) to review the impact 
of conscientious objection accommodation in Latin 
America and the Caribbean, as real-world examples 
of access to abortion in restrictive societies; 2) to 
discuss the ethical justifiability of a rejection of 
conscientious objection accommodation against a 
compromise position. The presenters hold diverging 
views on the ethical justifiability of conscientious 
objection accommodation. 


Reviewing the situation in Latin American and 
Caribbean countries, as examples of countries where 
the most restrictive abortion laws correlate with the 
world’s highest rates of illegal abortions, we start 
by analysing the reasons given by some physicians 
who refuse to provide abortion to eligible women on 
grounds of conscientious objection. Several countries 
allow abortion on specific grounds (such as to 
preserve pregnant women’s lives, or in case of rape, 
which arguably creates an environment of stigma). 
Even under such severely limited access conditions, 
some physicians refuse to provide abortion to specific 
women on grounds of conscientious objection. 


On the other hand, various compromise frameworks 
have been proffered that base respect for conscientious 
objection claims on the adjudication of defensible 
reasons articulated by healthcare providers, or a 
general consensus that certain services are morally 
contestable on reasonable grounds. While such 
accommodations may still preclude access to services 
in certain areas, systemic solutions are argued to 
be preferable to overriding providers’ reasonable 
claims of conscience. One of us will defend the view 
that healthcare professionalism and conscientious 
objection accommodation are incompatible. 
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Day 2 | December 6, 2018 | Thursday | 10:30 — 11:15 


POSTER PRESENTATIONS 

Time: 10:30 - 11:15 

Posters will be on display on all the three days 
and the presenters are expected to be there dur- 
ing breaks and during this time slot 


Poster 1: Ethical issues encountered in National 
Health Research Symposium 2017, Sri Lanka 


AKSBDeAlwis, PVDS Dharmagunawardene, Ruwan 
Ferdinando, A P Sandanayaka, G S P Ranasinghe, Anoja 
Fernando 


The Ministry of Health, Sri Lanka, conducted its first ever 
National Health Research Symposium (NHRS) in 2017. 
The theme of this symposium was “Promoting research 
culture by sharing evidence-based research, best 
practices and innovations”. The symposium was open to 
all healthcare professionals in Sri Lanka and we received 
more than 500 abstracts from various disciplines, making 
it a collection of multidisciplinary, transdisciplinary and 
interdisciplinary research submissions. The objective of 
this paper is to showcase the ethical issues encountered 
during the abstract review process and _ strategies 
adopted to solve them. 


Of the 503 abstracts submitted, 227 (45.13%) had not 
obtained ethical clearance (ERC). Of these 227, 71 were 
ejected and 156 abstracts, after scientific review, were 
scrutinized for ethical issues by a five-member team of 
esearch ethics experts appointed specifically for the 
NHRS, before acceptance. 


93 (33.97%) of the 156 abstracts had ethical issues 
such as not obtaining ERC for studies involving human 
jubjects, submitting ERC documents with discrepancies 
n titles and authors, submitting administrative clearance 
nstead of ethical clearance and obtaining ERC from 
Oommittees not approved by the Ministry of Health. 
lost of the pure laboratory studies, chemical analyses 
ind secondary data reviews were exempt from ethics 
eview. 


‘Imost 11% of the total submitted abstracts had 
thical issues. In this context, a Code of Conduct for 
lealth Research was published to increase awareness 
mong researchers and research institutions about the 
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importance of ethical considerations in the conduct of 
research. 
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Poster 2: Data transparency and data sharing in 
health research in Sri Lanka 


AKSB de Alwis, Thilina Wanigasekera, Dilantha Dhar- 
magunawardena, Chamila Abeywickrama, Anoja 
Fernando 


There is an increased tendency to gather, store, access 
and share the information and ownership of clinical 
research and clinical trials (Derek So, 2017). The potential 
challenge is of assuring the transparency and quality 
of the information shared. Misinterpretation and data 
abuse are also possibilities. These issues may become a 
burden to bioethics committees, with ill-defined terms 
of reference in data management (Sumathipala, 2008). 


In Sri Lanka there are 25 Ethics review committees 
(ERC) approved by the Ministry of Health, Nutrition 
and Indigenous Medicine (MoH). The National Health 
Research Council (NHRC) is the regulatory body of 
registered ERCs. Capacity building, advocacy and 
provision of policy guidelines are necessary to create 
an awareness on the ethics of data transparency and 
data sharing among bioethics researchers (Sumitapala, 
2006). 


As part of this descriptive cross-sectional study, 
documents were reviewed andinterviews conducted 
with relevant focal points. 


Majority of researchers (> 56%), ERCs (~11 /25) and 
agencies with the ownership of the research repositories 
are not aware of the ethics of data transparency and 
data sharing. 


Identification of knowledge gaps is needed to create 
awareness of ethical implications on data management 
among the researchers (Montgomery, 2017). 
Implementation of the digital repository at MoH and 
making the ERCs to incorporate ethical considerations 
in their code of ethics in data reuse and publishing, 
was identified as a need (Clifford, 2013). Promoting 
best practices in ethical data sharing is the ultimate 
expectation (O’Connel, 2015). 
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Poster 3: What (is) Sub-Saharan post-colonial 
bioethics? Tales from the last Global Summit of 
National Bioethics Committees (Dakar, March 2018) 


Adeline Néron 


This paper deals with constructions of regulation and 
standardisation of and by bioethics. It enlightens the 
liveliness of non-mimetic endogenous definitions and 
implementations of operational ethics instruments 
towards human rights protection in research, innovation 
and health practices and policies. This proposal is 
part of an analysis of social, economic and _ political 
dynamics within bioethics in Sub-Saharan Africa. 
Intergovernmental organisations’ programmes aiming at 
fighting against inequalities between regions regarding 
bioethical infrastructures carry presumptions of vertical 
transfers of knowledge and methods. Non-participatory 
observation of the last Global Summit of National 
Ethics/Bioethics Committees that took place in Dakar 
opens up an understanding of global strategies and 
local negotiations of “reinforcing bioethics capacities of 
countries” (UNESCO). 


French-speaking and English-speaking participants 
represented a range of national entities dedicated to 
issuing guidelines on ethical issues (such as assisted 
reproduction costs, viral diseases responses, end- 
of-life decisions, health care in immigrations, public 
health data...). Listed as over a hundred by the World 
Health Organization, these entities vary greatly in 
their recruitments of members, involvements with 
the government sector, private-public alliances or 
levels of authority. While United-Nations’ programmes 
and European settings remain dominant frames for 
institutions and professions concerned with bioethics, 
African academics and networks question mandatory 
ethics reviews, committees’ accreditations and 
administration, issues put on the bioethical agenda or 
concrete applications of moral principles. The scientific 
outcome of observing these trans-continental narratives 
crossing paths at the 2018 Dakar Summit considers post- 
colonial challenges to the globalisation of bioethical 
norms and incentives. 
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Poster 4: The Endosulfan tragedy and subsequent 
remediation efforts — reflections from the “Health 
for All” perspective 


Adithya Pradyumna, Jayakumar Chelaton 


Aerially-sprayed endosulfan in Kasargod, Kerala, affected 
thousands of exposed individuals in permanent ways. 
This paper seeks to deepen the understanding on the 
ethical challenges faced in planning and implementing 
the relief and remediation programme at Kasargod, 
including the identification of and support provided to 
victims. Data sources include existing literature, and 
information from key informants. 


Over a decade, various sporadic and systemic efforts 
have been made to identify and treat potentially 
affected persons from the eleven (officially identified) 
affected villages. A multi-stakeholder institution call 
the Endosulfan Relief and Remediation Cell was also 
set up, with strong civil society involvement. Relevant 
health conditions have been listed, based on literature, 
and victims identified, reportedly erring on leniency. 
While many have received medical and other support, 
several (especially those who migrated) may have been 
missed. Efforts have been made to equip local primary 
health centres with medicines for endosulfan related 
health problems. Continuity of support (and the entity 
for providing support) for the affected families over the 
coming years is not clear. The relief and remediation 
programme faced various challenges, and has managed 
them relatively well. However, it was technically 
impossible to identify each and every affected individual, 
and also impossible to restore children with neuro- 
developmental disorders to optimum health. Shades of 
“comprehensive primary healthcare” can be seen but 
there were systemic gaps. The most important lessons 
from the Kasargod case may be prevention, and valuing 
human rights and environmental stewardship. 


Note: This abstract is based on a book chapter that will 
be published in an edited book titled “Ethics in Public 
Health Practice in India” edited by Kalyani Subbiah and 
Arima Mishra. 


Poster 5: “Informed” consent: An audit of informed 
consent among caesarean section patients 


Akhilesh Agarwal 


Better diagnosis and early referral due to increased 
healthcare coverage have increased the caesarean 


section deliveries at tertiary care hospitals in India. 
However, problems pertaining to patient education 
and participation need to be ensured to avert concerns 
from advancements in healthcare systems. While most 
caesarean sections are done in good faith, they do 


not escape the purview of consumer awareness and 
protection. 


This cross-sectional study was undertaken at a tertiary 
level government institution to understand the level of 
awareness among 220 patients regarding the various 
aspects of caesarean section delivery which are essential 
for women to know before they can give informed 
consent. 


71% of the women surveyed had knowledge about the 
indication and need for caesarean delivery. Of these 
Only one third (25% of total women) were properly 
explained about the procedure and complications. 
Other demographic and sociai characteristics were also 
evaluated. 


While the healthcare schemes have shown improved 
results, the onus lies on healthcare providers to improve 
and maintain the quality of healthcare in these tertiary 
sare government hospitals in proportion to the increase 
n patient load. The results of this study highlight the 
veed for proper counselling of potential c-section 
atients regarding complications. The fact that only 
25% of the total cases were provided information about 
roper procedure and complications as opposed to 
1% of patients having proper knowledge about the 
ndication of caesarean section points to the lack of 
nformation in seemingly “informed” consent. 
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oster 6: Tuberculosis in India: Need for a gender- 
ensitive approach 


\mita Pitre 


VHO Tuberculosis (TB) statistics, 2016, recorded an 
icidence of 2.76 million TB cases in India in 2015, 
f which 40% were estimated to be women. India is 
ne highest contributor annually to new TB cases, TB 
eaths, and multi-drug resistant cases. Recently, TB 
as been focussed on at both the global and national 
vels with Sustainable Development Goals targeting TB 
limination in 2030. Yet, progress on this front has been 
ow. TB may be better understood and addressed using 
gender and equity lens. An assessment of TB in India, 
sing an extensive review of literature and interviews 
f stakeholders in TB elimination shows that gender 
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influences TB in women, men and other genders. The 
domains affected include risks to contracting clinical 
TB, access to care and stigma surrounding TB. For 
example, the pressure to get married and stay married 
is a barrier for women in getting a timely diagnosis; 
while addiction to alcohol and drugs is the obstacle 
for men in treatment adherence. Further, a lack of sex 
disaggregated epidemiological and clinical information 
on TB, creates possibilities of neglect of forms of TB 
which are more prevalent in women, eg sputum negative 
TB, extra pulmonary TB and TB found in the pregnancy 
and post-partum periods. Health system factors too, 
interact with gender and other kinds of marginalisation 
affecting access to TB services. Moving from a gender- 
blind approach to a gender sensitive approach to better 
address TB in India is recommended. 


a eg 


Poster 7: Ethical implications of introducing 
emerging technology into anaesthesia practice: 
Balancing conflict-of-interest with patients’ interest 


Amitabh Dutta, Prabhat Chowdhury, Shyama Nagara- 
jan, Jayashree Sood 


Anaesthesiology is a rapidly advancing medical sub- 
specialty, with various new devices and technologies 
being introduced into clinical practice. However, new 
entities stoke aggressive operator behaviour and pose 
unprecedented ethical challenges, including, conflicts- 
of-interest (COI). We analyse emergent ethical issues 
that follows introduction of new technologies into 
clinical practice. 


Theethicalimplications ofintroducingnew biotechnology 
into clinical anaesthesia practice— increased 
expenditure per patient, possible harm caused by half- 
baked/untrained operators, time-exhaustive processes 
that disturb OR schedule, and potential subjugation of 
patient autonomy—almost always go unregulated. Also, 
there can be associated CO! (financial, non-financial) 
with every commercially viable new biotechnology that 
confronts clinical practice. 


For every new technology that promises extraordinary 
clinical ease and patient benefits, there is a need for 
robust operational simulation training and regulatory 
accreditation to assess the proficiency of the application 
before it can be introduced in patient care. Patients 
should be adequately informed about the use, benefits, 
limitations, harm, extra cost involved, and rescue 
mechanism (Principle of Autonomy). Finally, media- 
based dissemination of the new technology to the target 
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community (Principle of Justice) is essential to avoid 
situations that may burden patients with implications 
of on-the-spot decision-making that is not aligned with 
patient anticipation/expectations, and thereby exposing 
patients to the confounding influence of attending 
physicians. 


When a new technology is applied to anaesthetised 
patients who are unable to participate in continual 
decision-making, it becomes the anaesthesiologists’ 
responsibility to act with due diligence such that no 
harm comes to the patient, proclaimed benefits are 
provided, and expectations are met. 


Poster 8: Data protection regulation: From barrier to 
facilitator of data sharing in healthcare 


Andrea Martani, Lester Darryl Genevieve, Bernice 
Simone Elger 


Improving data-sharing remains a major priority on the 
reform agenda of many healthcare systems willing to 
deliver smarter healthcare. In this respect, regulation 
concerning data protection—together with other 
economic, technical and political factors—represents a 
crucial element to determine the free flow of medical 
data. Yet, such regulation is often thought to have a 
negative impact on data-sharing, since disciplining data 
protection can often be at odds with the free flow of 
medical information. This contribution identifies those 
elements which may allow data protection regulation to 
promote, rather than hamper, data-sharing in the field 
of healthcare without sacrificing privacy and autonomy. 
We will use comparative legal research to compare 
regulations in three European countries: Switzerland, 
Denmark and Estonia. 


The presence of norms that contribute to securing 
public trust and transparency are essential elements to 
promote data sharing without raising legal and ethical 
concerns about privacy and autonomy of data subjects. 
In order to achieve public trust and transparency 
regulation needs to be both flexible and pragmatic. 
If public trust and transparency are secured, data 
protection legislation can act as an enabler—and not as 
a barrier—to a widespread and efficient use of medical 
information. Considering the immense potential of data 
in healthcare, it follows that promoting these two values 
could help strike a fair balance between the free flow of 
health data and the respect for privacy and autonomy. 
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Poster 9: Pre-grant opposition of patent applications 
display frivolous claims made by pharmaceutical 
companies: a case study 


Arundhati Abhyankar, Veena Johari 


The exclusive nature of patents is the biggest barrier 
to the access of medicines. The pre-grant opposition 
system in India provides a mechanism to check or 
prevent non-deserving patents from being granted. We 
present a case study of a couple of cancer medicines for 
which patent applications have been opposed. 


An analysis of the claims for patents in the area of 
cancer drug discovery was undertaken to oppose the 
claims. A detailed prior art search helped in identifying 
the obviousness and non-innovative nature of the 
claims. Pre-grant oppositions were filed on grounds laid 
down in the Patents Act. Is it ethical for pharmaceutical 
companies to file applications for claims that prima facie 
do not fit the patentability criteria? 


Applications of, and the opposition to, non-deserving 
patents has resulted in a dramatic change in the 
number of claims indicating the overly claimed nature 
of the application. The application for patents does 
not conform to the patentability criteria in the country, 
thereby increasing the burden on the patent offices. 
The pre-grant opposition therefore would provide an 
important platform to keep a check on inappropriate 
patent applications. 


Pharmaceutical companies file applications that do not 
deserve patents for economic gain. The primary right 
to health is often superseded by the secondary right to 
intellectual property. The pre-grant opposition has the 
potential to limit these claims and the grant of patents 
for applications that do not deserve patents and make 
drugs accessible. 


Poster 10: Ethical evaluation of interventions trials 
to prevent violence against women and girls 


Ayesha Ahmad, David Osrin, Nayreen Daruwalla, Salla 
Sariola 


Worldwide, one-in-three women has suffered domestic 
or intimate partner violence, and violence against 
women and girls (VAWG) is the leading cause of death 
and disability for women of all ages. Due to its complex 
causal structure, interventions designed to prevent 
VAWG vary in content. Testing the efficacy of such 


complex interventions is, however, simultaneously a 
challenge and a priority. Research on VAWG is sensitive 
and embodies the concept of the vulnerable participant, 
and trial designs need to address Significant ethical 
challenges. In this paper, we present the results of a 
systematic literature review on how ethical issues are 
categorised and discussed during evaluations of VAWG 
prevention trials. We critically analyse the following: the 
situatedness of ethics in conceptual and methodological 
aspects of the interventions, normative assumptions 
about participants that frame ethics discourse, and 
alignment of ethical considerations with Research 
Ethics Committee (REC) approval requirements. In light 
of our findings, we argue that the ethical nuances of 
VAWG research have been viewed somewhat narrowly 
as a result of a prescribed notion of the ‘victim’ and 
her vulnerability. In addition, paternalism on the part 
of RECs hinders full exposure and evaluation of trial 
ethics. We conclude with the importance of trials for 
developing interventions to prevent VAWG, and the 
need for greater integration and development of ethical 
issues during the evaluation of effectiveness. Identifying 
ethical issues can shed light on human rights abuses 
and cultural nuances that may otherwise be missed. 
An evaluation of research ethics has the potential to 
strengthen the effectiveness of VAWG prevention. 


Poster 11: A quality chasm between patient 
2xpectations and optimal healthcare management: 
ethical challenges for healthcare providers in an 
inequal world 


shavneet Bharti, Santhiya Srinivasan, Meenu Singh, 
>rahbhjot Malhi 


-ublic sector healthcare in India is supposed to be 
esponsible for vast sections of underserved illiterate 
opulations and is characterised by rural-urban 
ind curative- preventive dichotomies. The present 
Ommunication aims to highlight the ethical dilemmas 
ncountered by a team of healthcare providers in 
| tertiary hospital for management of a 4-year-old 
emale child of illiterate poor parents from a remote 
illage in Bihar, diagnosed with tubercular meningitis. 
he implementation of the medical care plan involves 
hared decision making by parents and healthcare 
roviders following an informed choice. Typically, 
hysicians are expected to follow the four common 
rinciples of healthcare ethics—respect for autonomy, 
on-maleficence, beneficence, and justice(Beauchamp 
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and Childress (2008). In the current case these ethical 
constructs were overwhelmed by the late presentation 
of the disease, uncertainty of prognosis, illiteracy of the 
parents and language barriers, besides the poor social 
and financial support systems of the family. Notably, 
difficult family dynamics, unresolved conflicts, deeply 
rooted cultural and cognitive biases with Capricious 
parents made the treating team vulnerable and fearful 
violent outbursts. Failing to understand the natural 
downhill course of a terminal illness, the parents blamed 
the staff for all the complications despite numerous 
counseling sessions and pictorial explanation of the 
disease process. Modern medicine trains physicians for 
technology-driven costly curative care similar to that in 
developed countries. Yet rigorous application of such 
evidence-based management may be negated by moral 
challenges related to low health literacy, cultural and 
communication barriers. 
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Poster 12: Is it ethical to allocate a fixed budget to 
address the nutritional inequity among TB patients? 


Brajaraj S Ghosh 


As per the Global TB Report, 2017 India bears one- 
fourth of the global TB burden (2.8 million cases) of 
which 4.8 lakh people have died. The likelihood of being 
afflicted with TB and mortality due to TB both increase 
proportionately with the level of under-nutrition, as it 
weakens the immune system. To address this issue, the 
Government of India has allocated 500 INR for each TB 
patient. This study wishes to introspect on the adequacy 
of this amount to provide nutrition. 


The estimated cost for fulfilling the nutritional needs 
of a TB patient was analysed and calculated according 
to the 2017 Guidance document: Nutritional care and 
support for patients with Tuberculosis. 


The analysis shows that GOI needs to allocate INR 838 
crores just to fulfil the nutritional support needs of 
nearly 2.8 million new cases. Similarly, by looking at the 
notification target of 3 million, which is set up by the 
RNTCP at NSP (2017-2015), approximately 9 billion INR 
is required to fulfil the need. 


Any TB patient must have the right to access free and 
quality nutritious food under the Right to Food. Giving 
hard cash to provide nutritional support in the name 
of “Direct Benefit Transfer” is an unethical step when 
the decision-making capacity and understanding of ‘felt 
need’ is limited or uncertain. The amount of money 
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should be allocated on the basis of BMI and/or the WHO 
growth standards rather than considering the cost per 
head or such generalised analysis. 


Poster 13: Ethical and professional governance of 
routine healthcare service delivery in Asia-Pacific 
countries 


Shalom Chalson, Karel Caals, Calvin W. L. Ho 


This paper reports on a policy and literature review that 
was conducted as part of a larger empirical study to 
assess the state of ethical and professional governance 
of routine healthcare service delivery in 10 countries, 
namely Cambodia, China, Fiji, Lao People’s Democratic 
Republic, Malaysia, Mongolia, Papua New Guinea, 
Philippines, Singapore, and Vietnam. Routine healthcare 
service delivery has been defined based on the 
Service Availability and Readiness Assessment (SARA) 
rubric, which provides a comprehensive approach for 
monitoring the supply of health services at the facility 
level by using a standard set of tracer indicators and 
Summary measures to determine the extent to which 
minimum criteria for the provision of services are met. 
In essence, the policy review shows that governance 
provisions have been promulgated in all of the 
aforementioned countries as ethical considerations or 
requirements. However, significant divergence is found 
at the level of specificity, both in terms of the ethical 
requirements and in the monitoring, evaluation and 
enforcement mechanisms. Literature review conducted 
over a 10-year period did not yield many papers 
(published in the English language) on the ethical and 
professional governance of day-to-day medical practice 
in these countries, except for Malaysia and Singapore. A 
handful of papers highlighted concerns with inadequate 
consent-taking and truth-telling, as well as privacy and 
medical confidentiality. Significantly more published 
papers focused on policy deficiencies and systemic 
challenges concerning patient safety, quality of care, and 
professional integrity. The paper concludes by explaining 
how the review has contributed to the development of 
a survey tool. 
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Poster 14: Epigenetics, ethics, law and society 
(EpigELS): A multidisciplinary review 


Charles Dupras, Katie M. Saulnier, Yann Joly 


The term ‘epigenetics’ was used by Conrad H Waddington 
from 1942 to designate the “[causal] mechanisms 
by which the genes of the genotype bring about 
phenotypic effects”. Today, epigenetics may be defined 
as “the study of mitotically and/or meiotically heritable 
changes in gene function that cannot be explained by 
changes in DNA sequence”. It has developed into an 
increasingly diversified field of scientific inquiry focused 
on the molecular mechanisms responsible for variations 
in gene expression, with researchers interested in, for 
instance, associations between toxic exposures and 
epigenetic modifications (eg, DNA methylation, histone 
modifications), the relation between some epigenetic 
variants and specific diseases, and/or the possible inter-/ 
trans-generational inheritance of acquired epigenetic 
traits. 


Epigenetics has recently captured the attention of a 
variety of potential stakeholders. Interpretations have 
been formulated regarding the field’s significance for and 
possible impact on society at multiple levels (medical, 
philosophical, judicial, political, commercial). Sub-fields 
such as environmental and social epigenetics have been 
characterised as “revolutionary”, because they could 
provide additional grounds to revisit some gene-centric 
theories, long perceived by many scholars as simplistic. 
In this presentation, we will discuss the results of a 
comprehensive literature review of the ethical, legal 
and social implications of epigenetics, as observed by 
researchers in social sciences and humanities over the 
past decade. To our knowledge, this is the first study 
providing a comprehensive, multidisciplinary portrait 
of an emerging field, which we refer to as research at 
the intersection of Epigenetics, Ethics, Law and Society 
(EpigELS). 


Poster 15: Presenting the new Canadian Journal of 
Bioethics/Revue Canadienne de bioéthique 


Charles Dupras, Bryn Williams-Jones, Vincent Couture, 
Aliya Affdal 


After six years (2012-2017) of publishing innovative 
bioethics scholarship, Bioéthique Online has recently 
become the Canadian Journal of Bioethics/Revue 
canadienne de bioéthique (cjb-rcb.ca). The journal’s 


mission has remained unchanged: it will continue to 
provide a bilingual (French and English) space for diverse 
forms of high quality and thought-provoking scholarship 
(eg, peer-reviewed articles and commentaries, reviews, 
editorials, case studies, creative works) from across the 
full range of bioethics specialties (eg, clinical ethics, 
research ethics, public health ethics, technology ethics, 
professional ethics). 


Exciting enhancements came with the journal’s 
rebranding. First, we created an Advisory Board 
composed of established international bioethics 
scholars, who will share their expertise with the 
Editorial Board. Second, we adopted a new workflow 
platform, the Open Journal Systems (Public Knowledge 
Project). This has substantially improved the submission 
brocess and workflow management, and also provided 
yew accountability and transparency tools for both 
-ontributors and editors. Third, we have moved to anew 
dublication model combining Open Issues (manuscripts 
dublished on a rolling basis as they are ready) and Special 
ssues (manuscripts that form a cohesive package and 
hat are published together). This hybrid model allows 
or the continued timely publication of manuscripts, 
Nhile opening new opportunities for interdisciplinary 
Ollaborations. 


‘he journal also maintained its philosophy of publishing 
ully open-access — that is, free from author publication 
harges or access fees. In this presentation, we will 
liscuss the advantages of contributing to the growth 
f this model and to the Canadian Journal of Bioethics/ 
‘evue canadienne de bioéthique, either as author, 
ditor and/or reviewer. 


oster 16: Teaching medical ethics: Are we doing it 
ight? 


ristina Costa 


1 the era of modern medicine, physicians are faced with 
icreasing ethical challenges in their practice. Although 
ioethics has a well-recognised role in medical curricula 
orldwide, there is variation in the delivered contents 
nd teaching methods, with limited guidance provided in 
ie literature. This review intends to shed some light on 
ese questions, primarily aiming to analyse the efficacy 
f interventions of medical ethics training at different 
vels of medical education (undergraduate and post- 
‘aduate). A review of the literature in MEDLINE and 
ibMed databases was performed, for terms related 
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to medical ethics, teaching/education, and medical 
students/doctors. The search included articles published 
from January 1990 to March 2018, written in English, 
Spanish, French or Portuguese. The results showed 
great variation in medical ethics curricula, both in 
format and contents. A wide range of teaching methods 
were reviewed, such as team-based learning, group 
discussions, case presentations, simulated patients, 
role-play, short films and computer-based learning. 
Outcomes which objectively assessed knowledge and/ 
Or quality of clinical care were considered. 


The evidence suggests that medical ethics training 
can increase short-term knowledge, with potential for 
long-term benefits and positive clinical care outcomes. 
However, striking disparities exist in bioethics training 
programmes and their efficacy, aggravated by the lack 
of standardised instruments for outcome measurement. 
This study substantiates the need for more investigation 
into the efficacy of different modes of medical ethics 
teaching. Quality of care andlong-term behaviour change 
should be further investigated as outcomes, in order to 
understand the true impact of these interventions in 
Clinical practice. 


a eS 


Poster 17: Moral distress, depression, and suicide 
risk among nursing students: Expanding bioethics 
into mental health and nursing education 


Cynthia P. Paidipati, Connie Ulrich 


Suicide is the second leading cause of death among 
youth attending college and universities in the United 
States. Nursing students are at high risk for depression 
and suicide as a result of rigorous academic schedules, 
demandingclinicalexpectations, andstressfulencounters 
with life, death, and suffering. Moral distress- defined 
here as “believing what the right thing to do is, but 
unable to take the appropriate moral action”- has been 
identified as a specific source of stress in clinical care 
for nursing students. The purpose of this presentation is 
to expand bioethical thinking to include mental health 
for nursing students who may experience moral distress 
within their educational programmes. As of date, no 
theoretical or empirical studies have investigated the 
relationship between moral distress, depression, and 
Suicide risk among nursing students. This theoretical 
inquiry provides an opportunity to expand bioethical 
thinking to consider moral distress as a_ potential 
precursor to mental health concerns and poor mental 
health outcomes among nursing students. 
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Nursing students, who are at risk for psychological 
harm, may benefit from targeted interventions and 
ethics educational programmes to develop broader 
resiliency skills to cope with stressing events in their 
nursing programmes and ways to increase their 
confidence and voice. Based on the bioethical principles 
of beneficence and non-maleficence, nurse ethicists 
should contemplate and empirically study psychological 
and emotional outcomes of moral distress among 
nursing students, such as depression, suicide risk, and 
other mental health concerns. 


Poster 18: How well do animal studies contained 
in regulatory documents support the protection of 
human subjects? 


Daniel Strech, Susanne Wieschowski, William, Wei Lim 
Chin, Carole Federico, Séren Sievers, Jonathan Kimmel- 
man 


Human protection policies require favourable risk— 
benefit judgements prior to the launch of clinical trials. 
For phase I/II trials, evidence for such judgement often 
~ stems from animal studies. 


We undertook a systematic enquiry into investigator 
brochures (IBs) presented for ethics review for phase 
I/II trials to assess the content and properties of all 
preclinical efficacy studies (PCES) contained in them. 
Using a sample of 109 IBs most recently approved at 
three institutional review boards based in Germany 
between the years 2010-2016, we identified 708 unique 
PCESs. We rated all identified PCESs for whether they 
referenced published reports, their reporting on study 
elements that help to address validity threats, and the 
direction of their results. 


For most PCESs (89%), no reference to a published 
report was provided. Less than 5% of all PCESs described 
elements essential for reducing validity threats such as 
randomisation and blinded outcome assessment. Only 
6% of all PCESs reported an outcome demonstrating 
no effect, raising concerns about potential design 
or reporting biases. Our results show that most IBs 
for phase I/II studies did not allow evaluators to 
systematically appraise the strength of the supporting 
preclinical findings. 


Poor PCES design and reporting thwart risk—benefit 
evaluation during ethical review of phase I/II studies. 
The presentation will discuss factors that might explain 
the current neglect of PCES in risk-benefit judgements 
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and how this situation can be improved to better protect 
research participants, research animals, and public 
resources. 


Poster 19: The good and the bad of global North- 
South collaborative health engagements: The case 
of |U-Kenya Partnership 


David Nderitu, Eunice Kamaara 


With UN SDG 17, collaborations in healthcare and health 
research between institutions in high-income countries 
(HICs) and low- and medium-income Countries (LMICs) 
continue to increase. Globalisation and health research 
ethics frameworks indicate that collaborations should 
ensure fairness with the ultimate goal of improving the 
situation in LMICs. In this paper we present the findings 
of a research study in which we used Aristotle’s concept 
of friendship among unequal parties as an analytic 
framework to engage with the issue of inequality of 
partners in collaborative health-related engagements. 
Indiana University (IU)-Kenya Partnership, a collaborative 
health programme involving a consortium of North 
American universities and the Moi University College of 
Health Sciences (MUCHS) in Kenya was studied. 


A cross-sectional exploratory design was used. 41 purpo- 
sively selected participants from among various partners 
of the IU-Kenya Partnership were engaged in in-depth 
Oral interviews and focus group discussions (FGDs). 

We established the benefits of North-South partner- 
ships: capacity building in healthcare and research, men- 
torship and funding, healthcare infrastructure/institu- 
tions; improved healthcare. We also pointed out various 
inequality issues: subordination of roles in collaborative 
projects; disparity in remuneration; conflict in author- 
ship/publishing; differences in training for partners; and 
perception of the superiority of partners from one side 
over the others. 


We acknowledge that the IU-Kenya Partnership is an 
example of the “good” that North-South partnerships 
can achieve. In spite of various challenges identified, 
this case justifies collaborations between institutions. 
Various lessons for global bioethics were identified. 


a 
Poster 20: Restrictions on contraception services: 
A violation of the human rights of the Baiga 
community 


Deepika Joshi, Sulakshana Nandi, Preeti Gurung, 
Ganapathy Murugan, Chandrakant Yadav, Vandana 
Prasad 


Baigas are Particularly Vulnerable Tribal Groups (PVTGs), 
the most vulnerable indigenous communities in India. 
The government in 1979 restricted the access of PVTGs 
to permanent contraceptive methods, which has been 
enforced as a “ban”. Using a case study design with 
mixed methods, this study aims at understanding the 
experiences and perceptions of Baigas in Chhattisgarh, 
in accessing contraceptive services. Data was collected 
through household survey (n=289) in 13 habitations, 
individual and group interviews (Baiga men, women 
and healthcare providers) and anthropometry. Women 
respondents were interviewed. Informed consent was 
taken and PHRN’s Organisational Ethics Committee gave 
approval for the study. 


Baiga women’s forehead tattoo, a marker of their 
identity, is used to deny them contraceptive services 
within Chhattisgarh. More than two-thirds of the 
community had to travel to neighbouring states to avail 
of sterilisation or lie about their identity. Lack of follow 
up post-sterilisation led to complications. 61.3% women 
(n=248) had undergone four and more pregnancies and 
61.7% had experienced child loss at least once. They are 
usually unable to access even temporary methods due 
to this “ban” and general unavailability in the system. 
56% of women aged 15-49 years had BMI below 18.5.The 
coercive policy of “banning” or restricting contraceptives 
nas further impoverished of the Baigas. Contraceptive 
restriction and multiple pregnancies increase health 
nequities as compared to other population groups. 
3aigas have been demanding the right to contraceptive 
services from the state, denial of which is a violation of 
heir reproductive and human rights and right to self- 
Jetermination and bodily autonomy. 


Note: The paper on “Denying access of Particularly 
/ulnerable Tribal Groups to contraceptive services: A 
ase-study among the Baiga community in Chhattisgarh, 
ndia” has been submitted to a journal and is under 
eview. We will update the organisers on the publication 
tatus. 
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Poster 21: A review of ethical and decolonising 
frameworks for sensitive health and bereavement 
research with Indigenous peoples in Canada 


Delshani Yasodara Peiris 


Criticat to understanding the response of Indigenous 
peoples to research is recognising the historical influence 
of government and/or colonising agencies and ongoing 
oppression and inequalities. 


The purpose of this literature review is to outline 
relevant ethical frameworks for research with Indigenous 
peoples, sensitive health and bereavement research. 
This literature review was conducted to inform the 
development of a doctoral project to investigate sudden 
infant death syndrome mortality in Alberta First Nations 
communities that may result in research participants 
recounting painful or distressing details about their 
infant’s death. 


Relevant sources of literature were collected using 
MEDLINE and PubMed. Key search terms included 
“research frameworks” or “ethical frameworks” or 
“research ethics” and “Aboriginal” or “Indigenous” 
and “health” or “health research” or “data collection” 
“qualitative research” in titles, abstracts and subject 
headings, including grey literature. Snowball sampling 
was conducted, including hand searches for literature 
specific to parent or community bereavement. 17 texts 
were reviewed. 


This literature review outlines and describes 6 
components of a decolonising framework proposed by 
Judith Bartlett and colleagues for health research with 
Indigenous peoples. Each component of this framework 
is then addressed in detail by complementary ethical 
frameworks that acknowledge and challenge the colonial 
history and policies in Canada that have maintained the 
oppression of Indigenous peoples. 


Research on_ sensitive health issues, such as 
bereavement research, requires the highest degree of 
informed and free consent, outlining all foreseeable 
risks of participating. Ethical frameworks or guidelines, 
or research paradigms that acknowledge and challenge 
the colonial history and policies in can address colonial 
histories and lived experiences. 
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Poster 22: Refugees on public hunger strike: 
An empirical investigation into complex ethical 
challenges for medical personnel 


Dominik Haselwarter, Katja Kuhlmeyer, Verina Wild 


A few years ago, approximately 50 asylum-seekers went 
ona hunger strike at a public square in the city of Munich, 
Germany. Our study investigates the experiences of the 
medical personnel involved in their care. The purpose 
is to fill the gap in empirical knowledge about complex 
moral challenges medical personnel face in the case of 
public hunger strike of asylum-seekers (as opposed to 
the better studied case of prisoners on hunger strike), in 
order to inform practice and policy development better. 
This is the first interview study of this kind. 


We conducted semi-structured qualitative interviews 
with medical personnel involved in the public hunger 
strike. We present results of a situational analysis. 


The complexity of the situation raises the question 
whether decision-making on the basis of traditional 
bioethical principles (autonomy, beneficence, non- 
maleficence) is appropriate. While policy in the case 
of prisoners on hunger strike is often based on the 
autonomous decision to refuse foods, fluids, artificial 
nutrition and hydration, the case of a collective public 
hunger strike seems more complex. Different political 
interests clash, media and public play a complicating 
role, dimensions of vulnerabilities take different shapes, 
and the actors involved stand in complex relationships. 


We argue that adequate policy and practical decisions 
are only possible if the described complexities are 
considered. Our study helps to guide the way to better- 
informed policy and practice. 


Poster 23: Revisiting the construct of 
marginalisation and child vulnerabilities 


Edwina Pereira 


As per a 2006 report by the Ministry of Women and 
Child Development, 53% children said that they were 
sexually abused. Abusers are people known and trusted 
by children. Children are silent against abusers. Aren’t 
children excluded in the present construct of the 
marginalised? 


A CRY Research Fellowship explored child protection 
policies and systems in healthcare settings in India. 
Observation, postal survey questionnaire in 423 
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hospitals in Bengaluru city, and in-depth interviews 
were the methods used. The results of the research 
were: a) No one saw “child abuse as a health agenda”; 
b) 73.3% felt child protection policies and systems were 
needed in hospitals. However, only 6.7% of them had 
a child protection policy in their hospital; and c) 53.3% 
respondents across the sectors felt that child protection 
policies and programmes could harm the reputation of 
the hospital. What’s the priority for a child who is being 
abused? 


The study findings highlight that child protection 
policies and system building are of lower priority in 
hospitals at preparatory, prevention and response 
levels. Prevention of sexual harassment of women 
in the workplace is enforceable. Are children being 
structurally marginalised? Is this justice? Absent child 
protection systems in hospitals is a clear sign of neglect 
of sick children. That children are vulnerable to abuse is 
maleficent. That abused children do not participate in 
their own recovery process through reporting minimises 
the efficiency of health outcomes. 


Poster 24: Obtaining informed assent from child 
participants: Challenges in Japan’s national birth 
cohort study 


Eiko Suda 


Japan environment and children’s study (JECS), launched 
in 2011, is the Japanese national birth cohort study 
involving 100,000 parent-child pairs, focusing on the 
impacts of environmental factors on children’s health 
and development. Proxy consent was obtained from 
pregnant mothers, but Japanese ethical guidelines 
require confirming informed assent (IA) from child 
participants (CP). JECS recognises IA as a significant 
matter from perspectives of not only compliance, but 
also of involving CPs as research partners. 


IA in prospective observational studies such as JECS— 
in which CPs cannot expect any direct benefit by 
participation—have been poorly thought out so far, while 
discussions in the context of difficult-to-treat diseases 
or Clinical trials have been accumulating. The scheme of 
[A was developed based on the discussions in the ethics 
commission (EC) consisting of multidisciplinary experts 
from inside/outside the project. Attitudes of the parents 
toward IA were also investigated and lessons included. 


Based on the discussions from legal, ethical and social 
perspectives including social status of children, parent- 
child relationship, and elementary school curriculum 


P 
in Japan, we understood that receiving IA from a child 
Participant is a gradual process beginning from when the 
child is almost 6 years old. The scheme of IA has three 
continuous phases/periods: the Prior (age 6-8), the 
middle (age 9-11) and the latter (age 12-13). Through 
this process JECS aims to develop a partnership with 
SPS. 
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Poster 25: Looking for the optimal way to reduce 
global health inequalities: Limitations of a human 
rights approach 


Emilia Kaczmarek 


It’s been almost 30 years since the publication of the 
report of the Commission on Health Research for 
Development which revealed the famous 10/90 gap 
showing how little resources were spend on research on 
neglected tropical diseases. Since that time numerous 
institutions—such as the WHO, the Global Fund or 
UN (as part of the implementation of The Millennium 
Development Goals and 2030 Agenda for Sustainable 
Development)—have been trying to reduce global health 
inequalities. The struggle against health inequalities is 
based on and defined in the language of human rights. 
The goal of this presentation is to examine the limitations 
of this approach. 


The human rights approach will be examined from two 
different perspectives, empirical and theoretical. The 
main research questions are: first, is global struggle 
against health inequalities effective? Second, what are 
the main philosophical arguments against the human 
rights approach and are they valid? 


As it will be shown during the presentation, based on 
the data from the recent WHO and World Bank reports, 
the progress in fighting global health inequalities is 
remarkable although the current situation remains 
unacceptable. The main philosophical arguments against 
the human rights approach (neocolonial and biopolitical 
arguments) will be analysed and partly disproved. 


The human rights approach has enormous significance 
in the field of global bioethics, making this reflection on 
its limitations so vitally important. 
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Poster 26: Climate change, gender and vulnerability: 
New challenges for bioethics 


Fabiola Leyton 


Mitigation and adaptation are Strategies to address 
the irreversible outcomes of climate change. Both are 
mediated by social factors, in which gender plays a critical 
role. In this work, | will describe a theoretical framework 
derived from analysis of the literature, to assess policies 
from the perspective of inclusion of gender and climate 
change in bioethical analysis. 


While some authors (MacPherson, 2013; Valles, 2015; 
Resnik, 2016) raise the need to urgently place the 
discussiononclimatechangeinthe bioethics agenda, they 
also pointed out some social and institutional obstacles 
to acting against climate change. These obstacles need 
to be addressed from a gender perspective, in order to 
achieve equity for women and global social justice. 


Some obstacles are related to gender issues, such as 
values and norms that affect mortality and morbidity in 
public health, sexual and reproductive health, economic 
autonomy, access to education, and geographical 
mobility. My proposal is consistent with the 2017 
COMEST report of Ethical Principles for Climate Change, 
and with the UN “Declaration on Ethical Principles in 
relation to Climate Change”. 
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Poster 27: Initiation of Egyptian accreditation 
system for research ethics committees 


Hany Sleem, Henry J Silverman 


During the last decade, Egypt witnessed an increase 
in scientific research that was associated with the 
establishment of many research ethics committees 
(RECs). In 2015, a study assessing the quality of 
Egyptian REC function revealed several issues related 
to their practices. For example, there was no national 
independent system for periodic evaluation of an 
REC’s quality and decisions across different RECs were 
inconsistent as well as time-consuming. 


Presently, several independent organisations can help 
evaluate the adequacy of REC structures and processes. 
These include The Association for the Accreditation of 
Human Research Protection Programs (AAHRPP) and 
the SIDCER Recognition Programme for RECs in the Asia 
and Pacific Regions. Such an evaluation can help a REC 
determine whether it is effectively protecting human 
Subjects and are operating efficiently. 
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Our aim is to initiate an Egyptian Accreditation System 
for RECs in order to encourage the development of 
standardised policies and procedures that might reform 
and enhance the functioning of RECs in Egypt and serve 
as a model for the Arab region. 


Our project will extend for a year and comprise four 
stages: 


Stage one: Obtain a mapping of the existing RECs in 
Egypt. 


Stage two: Determine criteria for the quality of 
functioning for RECs from key informants. 


Stage three: Explore REC quality assurances policies 
and REC best practices. 


Stage four: finalise an accreditation process. 


The present project will establish an accreditation 
process for Egyptian RECs with an aim of enhancing 
the protection of the rights and welfare of human 
participants. 


Poster 28: Barriers to and societal impact of non- 
invasive prenatal testing (NIPT) implementation: 
An empirical study of healthcare professionals from 
Lebanon and Quebec 


Hazar Haidar, Vardit Ravitsky 


Non-invasive prenatal testing (NIPT), based on the 
detection of cell free foetal DNA in maternal blood, has 
transformed the landscape of prenatal care by offering 
clinical benefits (non-invasive, high specificity and 
sensitivity, early detection of abnormalities) over existing 
prenatal screening tests. As NIPT spreads globally, 
culturally sensitive and ethically sound implementation 
will require policies that take into consideration the 
social and cultural context of prenatal testing decisions. 


We used Quebec, Canada and Beirut, Lebanon as 
case studies to explore what barriers and societal 
impact(s) the implementation of the test in various 
cultural contexts might face. We therefore conducted a 
qualitative study to 1) explore healthcare professionals’ 
(HCPs) views about NIPT and 2) to examine barriers and 
societal impact(s) of NIPT introduction in those contexts. 
HCPs viewed NIPT as a positive advancement in the 
realm of prenatal testing technologies, however they 
emphasised the fact that it is still a screening test. Our 
findings show common and different barriers related to 
NIPT implementation. Common barriers are related to: 
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NIPT technology development, financial cost (allocation 
of resources and equity of access), lack of skilled personal 
and awareness of HCPs about the test. Barriers specific 
to the Lebanese context include the illegal abortion 
policy and the marketing of the test. Those specific to 
the Quebecois context include geographic barriers and 
the lobbying of Down syndrome associations. These 
findings might inform decisions related to health policy 
and the development of local guidelines and policies 
that are appropriate to each context. 


Poster 29: Protection or commodification of 
personal healthcare data?: The challenge of 
research ethics committees in research and 

innovation 


Itziar de Lecuona 


Accumulating personal data including healthcare data, 
correlating them, predicting trends, and establishing 
patterns of behaviour to improve decision-making is 
the basis of the new digital economy. Personalised 
medicine and the empowerment of the citizen so 
that healthcare systems could be less expensive and 
more efficient are clearly stated goals in national and 
supranational policies. Far from solving the problems of 
fairness, and achieving transparency and accountability, 
the data-driven economy increases opaque delivery of 
processes and services; it also increases the inequality 
gap and discrimination in a constant and silent way. 
New market niches of personal healthcare data flourish 
disguised as research and social innovation. By doing 
nothing, research ethics committees passively assist 
paradigm change involving automated decision-making, 
the dictatorship of the algorithm, and the convergence 
of big data, artificial intelligence, deep learning, and 
biometrics. Thus, the alliance between smartphones, 
sensors, wearables, and loT is irresistible—providing 
datasets and personal healthcare data 24/7 that increase 
the power of decision-making by third parties outside 
the processes of research and innovation in biomedicine, 
including the GAFAM* empire, about people and groups 
and present and future generations. This work proposes 
action guidelines to help research ethics committees 
identify and avoid market niches of personal healthcare 
data that are far from the objectives of biomedical 
research and innovation. 


Note: *Google, Amazon, Facebook, Apple, Microsoft 


z 
Poster 30: Bioethical proposal of the concept of 


vulnerability in Mexican health policies towards the 
elderly population 


Itzel Vila Paez 


Vulnerability is a bioethical concept, at an individual 
level, passing through animals and even permeating 
biodiversity. In the case of human vulnerability, 
demographic transition is revealing that the elderly 
population is a topic of growing interest. 


This research is focused on the bioethica| justification 
of the concept of vulnerability in public health policies 
focused on elderly people (PHPFEP). The concept of 
vulnerability will be analysed, seeking to construct 
a concept of vulnerability based on research in the 
academic and governmental literature, and will be 
complemented by interviews with bioethics experts. 


From a bioethics perspective, what is the concept of 
vulnerability that should be inserted in the (PHPFEP) 
in Mexico? The use of the concept of vulnerability in 
(PHPFEP) is necessary in the absence of a conceptual 
consensus. Its involvement is also important because 
it is justified in the implementation of public health 
policies, which refers to the government’s decision to 
prioritise social needs and allocate resources. 


Vulnerability as a bioethical concept has generated 
different approaches: 1) a principle that expresses the 
ontological condition of the human condition, 2) an 
approach of dependence within the ethics of care, or 3) 
a restrictive conception that identifies characteristics of 
groups or people. The bioethical analysis is pertinent in 
this investigation as a theoretical contribution (concept 
of vulnerability immersed in social justice), as well 
as a practical exercise (to open a space of bioethical 
discussion not explored in Mexico). 


Poster 31: ‘Post crash’ care: Ethical implications 
arising out of behavioural and health systems 
determinants 


J Jeyalydia, Abhijith Jose, Adithyan GS 


This study primarily aims to explore the ethical issues 
arising during pre-hospitalisation, hospitalisation and 
post-hospitalisation stages following an accident, by 
assessing the problems faced by good Samaritans, 
on-lookers, the EMT/Pilot, emergency management 
services at hospital level, and patients, in a district of 
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Tamil Nadu. The ability of health-systems to handle 
emergency care services is also examined. This was an 
epidemiological exploratory cross-sectional study using 
both primary and secondary data. The primary data was 
obtained through quantitative and qualitative methods 
like surveys, telephonic interviews, key informant 
interviews, discussion and observation. The secondary 
data was collected from GVK EMRI 108 Ambulance 
records and the District Crime Records Bureau Annual 
report for 2014-15. 


The study revealed that at pre-hospitalisation and 
hospitalisation stages, an attitudinal shift is necessary 
on the part of citizens as well as health professionals 
while dealing with accident victims, eg both groups 
stigmatised victims who were under the influence of 


alcohol. Further systemic issues pertaining to health 
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systems such as refusal of admission, multiple referrals 
etc were findings of the study. The inability of health 
systems to provide proper rehabilitation in the post- 
hospitalisation stage is another finding. Further, health 
systems need to be strengthened to provide critical 
care during the golden period and also at the post 
hospitalisation stage providing adequate rehabilitation. 


Poster 32: Ethical issues of patient engagement in 
research: When ethical desiderata confront logistical 
imperatives 


Jean-Christophe Bélisle-Pipon, Genevieve Rouleau, 
Stanislav Birko 


While health research has historically been conducted 
mainly on patients, there is growing expectation to 
conduct research with patients. Increasing attention 
and efforts are put towards engaging patients in health 
research. Arguments have been made that patient 
engagement in research (PER) is an ethical imperative, 
that may empower lay participants to contribute 
in expert-dominated settings. Yet there is relatively 
little empirical data on ethical issues associated with 
PER, particularly from the perspective of early-career 
researchers (ECRs). 


A three-round Delphi survey was conducted with 16 
ECRs to examine the ethical dimensions of PER as well 
as their self-perceived level of preparedness to conduct 
PER ethically. 

PER raises the important ethical issues of: 1) 


professionalisation of patients involved in research 
(risking patients becoming less representative); 2) 
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adequate remuneration of patients; 3) fair recognition 
of patients’ experiential knowledge; and 4) tokenism 
(engaging patients only for symbolic appeal). Despite 
their overall readiness to conduct PER, panellists did 
not feel adequately prepared to address many of these 
issues. 


lf PER is an ethical imperative, it is vital to establish clear 
ethical standards and to train and support the research 
community to identify and resolve ethical issues. 
Bioethics may have an important role to play, especially 
in supporting researchers to reconcile ethical desiderata 
and logistical imperatives. Additional research should 
focus on supporting the responsible conduct of PER, 
which, if not done, can undermine the credibility and 
feasibility of the entire PER enterprise. 


Note: This paper has been published with the following 
citation details: Bélisle-Pipon J-C, Rouleau G, Birko S. 
Early-career researchers’ views on ethical dimensions of 
patient engagement in research. BMC Med Ethics. 2018; 
19. 


Poster 33: Young people’s moral self-understanding 
in early intervention for psychosis (EIP) services 


Jessica Lorimer, Arianna Manzini, Paolo Corsico, Mat- 
thew Broome, Ilina Singh 


Early Intervention in Psychosis (EIP) aims to implement 
early detection and intervention for people experiencing 
a First Episode of Psychosis (FEP), or who are defined 
as being at high-risk for developing a psychotic disorder 
(At-Risk Mental State (ARMS)). Researchers have 
explored ethical dimensions in EIP services: Appelbaum 
considered stigma, privacy, and the associated negative 
impact attached to an “at-risk” label. Studies with young 
people in EIP suggest these factors are associated with 
moral self-understanding. However, no studies to date 
have considered the potential for positive engagement 
of young people’s moral identities as part of EIP. 


Our study used a virtue ethics approach to investigate 
how conceptions of the “good” service user might 
support agency and recovery in EIP. Semi-structured 
interviews were carried out with young people in EIP 
(ages 16-26; n = 42). Participants were recruited through 
NHS Health Trusts in England. 


Participants reported behaviours and characteristics 
which either helped or hindered the EIP process. Some 
of these behaviours were linked to becoming a “good” 
EIP service user and reports of increased agency. These 


include compassion, collaboration, honesty and hope. 
Participants were more likely to engage with EIP when 
these behaviours were considered important to their 
moral identity and when they held positive views of 
self. 


Among young people involved in EIP, positive moral 
self-understanding may motivate personal agency in 
recovery. 


Poster 34: Age as allocation priority criteria 
in humanitarian aid: an ethical analysis of 
international guidelines 


Johannes Immler, Silke Schicktanz 


Priority setting in humanitarian medical aid and disaster 
management is one of the most pressing issues from 
a professional responsibility perspective: medical and 
human resources are limited, time is pressing, and there 
are too many too-sick people. Guidelines and codes 
of conduct are needed to guide professionals in such 
situations. 


Professionals from various non-governmental 
organisations (NGOs) have to decide along ethically 
defensible as well as contextual, pragmatic criteria. 
The age of affected people can be an implicit/explicit 
criterion for treatment decisions: A) very young or very 
old people are sometimes prioritised as “vulnerable” 
groups; B) only one age group may be prioritised (eg 
“SafetheChild”); or C) prioritisation may be based on 
Strict non-discriminatory norms, including the rule to 
consider neither age nor gender, ethnicity, religion, etc. 
The underlying ethical problem therefore refers to the 
moral justification for/against age—often entangled 
with a cultural concept of age—and whether age is 
justified as an allocation criterion in disaster ethics. In 
this area, concrete proposals for an ethical framework 
to be applied in humanitarian crises are still rare. 


We analysed nine important international guidelines 
from NGOs (ICRC, MSF, WMA, ICN, Helpage, and 
SafetheChild) along their moral arguments for allocating 
resources in the humanitarian aid context. We identify 
and discuss inter-/intraorganisational inconsistency 
(whether they are rights based versus needs oriented, 
their vulnerability definitions, etc). 


We propose a reflective approach to how the ethics of 
humanitarian aid should address the ethical issues of 
age allocation criteria by taking both procedural and 
cultural approaches into account. 
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Poster 35: Coordination of FERCAP muiticentric 
survey for informed consent process in India 


Kalyani Thakur, Rajib Kishore Hazam, Paul P Kumaran, 
Ragini Kulkarn, Subhash Yadav, Suman Kanungo, Roli 
Mathur 


Lengthy and complex informed consent forms (ICFs) 
decrease the ability of Participants to understand and 
exercise their autonomy in decision making. A study was 
conducted by the Forum for Ethical Review Committees 
in the Asian and Western Pacific (FERCAP) in seven 
FERCAP-member countries (India, Indonesia, Malaysia, 
Philippines, Sri Lanka, Taiwan, and Thailand) to identify 
the elements and the extent of information in Informed 
Consent Process required by research participants. 


ICMR Bioethics Unit, NCDIR, Bangalore was invited by 
FERCAP to coordinate a multicentric study in India. 
Four centres were identified (NIRT, Chennai; NIRRH, 
Mumbai; SGPGI, Lucknow and NICED, Kolkata). A 
common anonymous, paper-based, structured and self- 
administered questionnaire was used at the sites to 
collect information from research participants. 


A total of 410 filled-in completed questionnaires were 
collected. The top items concerning the research 
participants, with highest means, were related to risk 
benefit. They included “Direct benefit” (4.43 + S12) 
“Major foreseeable risk” (4.42 + 9.73) and “Common 
adverse effects” (4.41 + 9.15). The participants were 
least concerned for the elements of “Conflict of interest” 
and “Any payment for participation” with mean scores 
of 3.6341.35 and 3.69 +1.22 respectively. Majority of 
the participants (54.1%) preferred a page length of 3-6 
pages for the ICF. 


The study suggests that research participants consider 
he benefit and risk associated with their participation to 
9e more important than the general nature or technical 
Jetails of research. The results have direct significance 
n suggesting ways of improving the ICFs. 


oster 36: Adapting the process of informed consent 
or people with intellectual disabilities 


agos Karin, Rueda Laura, Monsalves Silvia, Kramer 
usanne, Valle Marcelo 


he purpose of adapting the informed consent /assent 
or people with intellectual disabilities is to describe the 
rocedure of adaptation of information such that it can 
ie processed and understood by people with intellectual 
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disabilities. 
The usual structures of documents of informed consent 
are inoperable with this population, so they usually do 
not receive dental treatment, which diminishes their 
interpersonal performance. The dental treatments 
Carried out in such patients are usually requested and 
authorised by others (relatives or guardians), thereby 


keeping them from participating in the decision or 
carrying out the procedure against their will. 


The design and construction ofaspecialand differentiated 
narrative, plus the use of images and other implements, 
make it possible to obtain voluntary admission to the 
clinical trial of patients with intellectual disabilities. 
Our previous studies focused on the creation and proof 
of effectiveness of the process of adapting informed 
consent. 


The adaptation and analysis will provide guidelines, 
from a technical point of view, to develop the application 
of informed consent / assent with contextualised 
adaptability for patients from vulnerable groups, suffering 
from severe intellectual disabilities, with inherent 
respect to facilitate the making of one’s decisions. The 
process implies involvement, voluntary participation, 
fluency of clinical relationship and recognition of dental 
self-care of the participants. 


Note: This research is registered as FONIS SA 1710031: 
Randomised clinical trial of follow-up of occlusal and 
proximal occlusal restorations of the posterior sector 
filled with high density cement equia filgc in people with 
disabilities. 


Poster 37: Supporting women with mobile health 
technologies: The case of gender-based violence 


Katharina Eisenhut, Agomoni Ganguli-Mitra, Verina 
Wild 


Gender-based violence (GBV) is a multidimensional 
public health phenomenon with consequences for mind, 
soul and body. Mobile technologies, such as apps, are 
increasingly developed to reduce GBV. The systematic 
ethical discussion of such technologies is currently 
lacking. We undertake first steps in this paper. 


We depart from an example of an app used in India aimed 
at improving women’s access to counseling and other 
support services. We undertake a review of the small 
body of empirical literature, advertisements, media or 
other reports to identify first trends: Which values and 
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norms motivate the developers of such apps? Which 
narratives are used to promote the apps? How are the 
apps embedded in other strategies addressing GBV? 


Our ethical inquiry includes the importance of 
understanding the complexity of phenomena such as 
GBV, and the difficulty to do justice to this complexity. 
lt includes the necessity to enrich traditional bioethical 
and public health ethics principles and theories with 
the following approaches: To listen to women’s voices 
and stories and fully acknowledge them, to understand 
and acknowledge relational aspects, power imbalances 
and oppressive patterns, to unpack and address 
structural background conditions and to increase our 
nuanced understanding of vulnerability. The example 
of apps against GBV is suitable to illustrate that these 
dimensions should inform discussion and evaluation of 
mobile health technologies in a more prominent way. 


Poster 38: Implicit biases and micro-inequities in the 
surgical profession 


Katrina Hutchison 


Women are under-represented in surgery, and those 
who enter the profession have different career 
trajectories from their male colleagues, including lower 
pay and lower representation in prestigious academic 
positions. There has been little systematic exploration 
of the impact of subtle factors such as implicit bias 
and micro-inequities on these issues. | conducted in- 
depth semi-structured interviews with 46 Australian 
women surgeons and trainees from all career stages 
and all surgical subspecialties. The interviews explored 
various aspects of women’s surgical careers, including 
experiences of implicit bias and micro-inequities. 


The interview data revealed numerous forms that 
implicit biases and micro-equities take in the professional 
lives of women surgeons. Of particular note were 
failures of recognition by patients and colleagues, as 
well as epistemic injustices. Participants described 
numerous ways in which their expertise and credibility 
was denigrated by patients, nurses, surgical colleagues 
and doctors from other specialties. In addition, they 
identified positive gender biases influencing patients 
and colleagues, such as that they would have “delicate 
stitches”; be good communicators; and be better able 
to empathise with patients undergoing breast surgery; 
or whose treatment impacted their ability to have or 
care for children. The biases discovered in the research 
can also offer new insight into the career trajectories 


of women surgeons. In particular, expectations relating 
to the caring role of women surgeons may shape their 
self-conceptions and career opportunities. | discuss this, 
drawing on the theoretical resources of recognition 
theory and epistemic injustice. 


Poster 39: Knowledge of the 2006 ICMR regulations 
among IEC members in Mangaluru City: A pilot 
study 


Kelvin Pais, Ravi Vaswani, Sreevidya Bhat, Teena 
D’Souza 


In order to explore the level of knowledge about the 
2006 Indian Council of Medical Research (ICMR) ethical 
principles a cross-sectional study was conducted among 
IEC members of private and government healthcare 
teaching institutions using a structured questionnaire 
consisting of a set of 27 questions. All questions were 
sourced from the ethical guidelines for biomedical 
research on human participants laid down by ICMR in 
the year 2006. Prior to data collection the questionnaire 
was tested among a group of 10 committee members 
in order to ensure the level of validity and degree of 
repeatability. 


Theresponse rate was 40% of the total 120 questionnaires 
given. Nearly 50% of the participants answered correctly 
as to the source of ICMR codes, while only 10% knew that 
IEC evaluation was required throughout the study. None 
of the participants were aware that a scientific review 
committee should be approached for deliberation. Only 
24% knew that a randomised trial was required to check 
for clinical trials of drugs on human participants and 50% 
that a post licensure study was required for vaccines. 
Only 24% were aware that an IEC member with a COI 
should declare the same and not vote while limiting 
the research on embryos up to when the heart starts 
beating was rightly answered by 76%. 


The reasons given for non-response were: the length of 
questionnaire, the questions not being clear, insufficient 
time. We suggest thorough training of the members 
and periodic audits. This should make us think of the 
bioethics boundaries in the context of providing health 
care/research is a continuum for all. 
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Poster 40: Physician decision-making pattern and 
family presence: A randomised cross-sectional 
online vignette study in Japan 


Kenji Tsuda, Asaka Higuchi, Emi Yokoyama, Kazuhiro 
Kosugi, Tsunehiko Komatsu, Masahiro Kam, Tetsuya 
Tanimoto 


Households with elderly people living without children 
are increasing in developed countries. However, it has 
been unclear whether the presence or absence of family 
in critically-ill patients affects physicians’ decision- 
making. 


We conductedarandomisedcross-sectionalonlinesurvey 
among Japanese physicians using three hypothetical 
vignettes. The first vignette was about a 65-year-old 
man with alcoholic liver cirrhosis and the second about 
a 78-year-old woman with dementia, both of whom 
developed pneumonia with consciousness disturbance. 
The third vignette was about a 70-year-old woman with 
necrosis of her lower limb. Participants were randomly 
assigned either of the two versions of questionnaires— 
with family or without family—but otherwise identical. 
Participants chose yes or no responses to questions 
about whether they would perform the presented 
nedical procedures. 


Among 1112 physicians, 454 (40.8%) completed the 
survey and there were no significant differences in the 
yaseline characteristics between groups. Significantly 
ewer physicians had a willingness to perform dialysis 
odds ratio [OR], 0.55; P=0.002) and artificial ventilation 
OR, 0.51; P<0.001) for a patient from vignette one, 
vithout family. Similarly, artificial ventilation was less 
ntended in vignette two (OR, 0.59; P=0.02). In vignette 
hree, significantly fewer physicians showed willingness 
O perform wound treatment (OR, 0.51; P=0.007), 
urgery (OR, 0.35; P<0.001), blood transfusion (OR, 0.45; 
<0.001), vasopressor (OR, 0.49; P<0.001), dialysis (OR, 
).38; P<0.001), artificial ventilation (OR, 0.25; P<0.001) 
nd chest compression (OR, 0.29; P<0.001) for a patient 
vithout family. 


apanese physicians tend to withhold intensive 


rocedures in patients without family compared to 
1ose with family, highlighting the potential importance 
f the advance care planning. 
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Poster 41: Effectiveness of a blended workshop on 
research ethics and responsible conduct in research 
for Myanmar academics 


Khin Mar Myint, Theingi Myint, Phae Thet Khin, Zaw 
Zaw Oo, Henry Silverman 


As Myanmar transitions to a democracy, with ongoing 
social, economic, and political reforms, the National 
Health Plan (2017-2021) highlights “Promoting Health 
Research” as a major programme area. Accordingly, the 
Ministry of Health & Sports has implemented mandatory 
training in research ethics (RE) and responsible 
conduct in research (RCR). We wanted to determine 
the effectiveness of a workshop (WS) on RE and RCR 
that incorporated a blended pedagogy (face-to-face 
and online). A two-day WS was held in April 2018 for 
Myanmar academics. Activities included lectures and 
active learning techniques (case studies, brainstorming, 
and discussions) and online discussion forums. 


The overall satisfaction was 8.00 + 1.08 (scale 1-10). 
Using a scale of (1 = Agree, 2 = tend to agree, 3 = tend to 
disagree, and 4 = disagree), participants gave a score of 
1.23 + 0.42 for “WS used active learning” and 1.23 +0.48 
for “objectives were met”. Using a scale of (1 = strongly 
agree, 2 =agree, 3 = no opinion, 4 = disagree, and 5 = 
strongly disagree), the faculty received an average score 
of 1.68 on “instructor engaged with the audience” and 
1.84 on “instructor used active learning techniques”. 
Predominant themes on open-ended questions 
included: active learning techniques enhanced learning; 
conflict of interest and plagiarism were the favoured 
topics; and online discussion forums were useful. The 
WS was successful in terms of overall satisfaction, the 
use of active learning techniques, online training, and 
topics focused on RCR. We recommend future WSs to 
follow similar structure and content. 


Poster 42: Unmet healthcare needs of people 
affected by leprosy: An ethical concern for India 


Loretta Das, G Babu 


Leprosy is a neglected tropical disease associated with 
stigma that contributes to the vulnerability of lower 
socioeconomic, marginalised populations. It requires 
holistic continuing care to prevent, treat and halt 
progression of disability, services that are still unavailable 
to many. Leprosy was declared “eliminated” by WHO in 
2005, however is still a problem in some states of India 
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as stated by GOI. This paper aims to describe the gap 
between need and existing services for those affected 
by leprosy and the need to develop expertise in care. 
For this we analysed records at The Leprosy Mission 
hospital, Naini. TLM Naini averages over the past 5 years 
— 2904 new patients/year, 10.7% (311) from outside UP, 
25% (737) from outside Allahabad, 11.2% (326) with 
Grade 2 Disability (WHO grading),10.3% (300) highly 
positive and 9.2% (269) child cases. Hospitalisation 
in 2017- 469 Reconstructive surgeries, 489 Ulcer, 318 
Reaction & Neuritis. Highly positive cases and child cases 
reflect a reservoir of infection/continuing transmission, 
as highlighted by a leprosy case detection campaign. 
Increase in new case detection rate from 1.27 lakh 
(2016) to 1.35 lakh (2017) and its unchanged status 
over the past decade is the main challenge for leprosy 
services. The RPD (Rights of Persons with Disabilities) 
Act 2016 provides that all persons with disability, 
including from leprosy, should be provided healthcare. 
There is a pressing need that the good intentions of 
GO! get urgently translated into reality to include this 
marginalised group in a consistent and concerted effort 
to improve quality of holistic services for leprosy. 


Poster 43: Patient’s right to information in medical 
care 


Lydia Aiseah Ariffin 


Informed consenthas beenrecognised as anessential part 
of clinical practice, giving ethical and legal legitimacy to 
medical care. The human rights movement and common 
law give patients the rights to be provided adequate 
information prior to authorising any medical care. There 
is no universal standard on the amount and type of 
information that a patient is entitled to and needs to be 
adequately disclosed. This paper is an effort to ensure 
that information disclosure is as adequate as possible 
for all patients. It reviews and analyses the human rights 
documents, consent guidelines and common laws. The 
outcome of this paper proposes 10 types of information 
that will assist in adequate disclosure of information 
that patients are entitled to in order to evaluate their 
decision to authorise medical care. The recommended 
types of information are: (1) diagnosis, prognosis and 
its uncertainties; (2) nature of proposed medical care; 
(3) expected benefit of proposed medical care; (4) 
potential risk of proposed medical care; (5) alternative 
to proposed medical care; (6) progress of proposed 


medical care; (7) opportunity for second medical opinion 
and to seek further details; (8) additional consent from 
other family member for competent patient; (9) costs 
of proposed and alternative medical care; and (10) 
person responsible for implementing medical care. The 
practice of providing information will be more feasible 
and productive when the patients are familiar with their 
right to information and become responsible in assisting 
the doctors in ensuring adequate information about 
their own medical care. 


Poster 44: Revisiting reproductive health: 
Recommendations of the Bioethics and Law 
Observatory, University of Barcelona 


Maria Villalobos-Quesada 


Reproductive health debates continue to be relevant 
because of their nature and the advancement of 
science and technology. In line with human rights, we 
want to discuss the impact of the recommendations of 
the Bioethics and Law Observatory regarding: human 
embryo and embryonic stem cell research, donation 
and cryopreservation of oocytes and sex selection. 


We propose as requirements for research using gametes 
or embryos, the consent of donors and the suitability 
and proportionality of research, which may include 
stem cell research. It should comply with the 14-day 
rule and embryos used for non-therapeutic research 
may not be transferred. Consequently, surplus embryos 
from assisted reproduction and embryos derived from 
somatic cells or fertilised in vitro should be considered 
for research under certain conditions. 


To this end, assisted reproduction and donation of 
gametes must indicate the fate of embryos and gametes, 
and the existing surplus must be revisited. In the case of 
oocytes, national criteria for donation must be adopted, 
including post-mortem. Likewise, insurance, anonymity 
and homogeneous compensation of donors must be 
guaranteed. In the case of sex selection, in the current 
Spanish context there is no reasonable argument to limit 
sex selection if proportionate techniques are used. 


Since embryos and gametes are also a source of life for 
those already living, it is necessary to strengthen public 
and private research, in close observance of human 
rights. These recommendations and corresponding 
studies have helped fill previous legal vacuums in the 
Spanish legislation, and aim to achieve continuous 
debate, educational and social action. 
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a 
Note: This work is done in collaboration with Bioethics 
and Law Observatory Opinion Group, Bioethics and Law 
Observatory, University of Barcelona 
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Poster 45: Big data and discrimination: A systematic 
review of perils, promises and solutions 


Maddalena Favaretto, Eva De Clercq, Bernice Simone 
Elger 


Big data credit scoring and predictive analytics present 
numerous promises and challenges. Although issues of 
discrimination in data mining have been examined, a 
comprehensive study on this topic is still missing. This 
literature review aims to identify studies on big data in 
relation to discrimination in order to (1) understand ifand 
how classification through scoring systems could have 
discriminatory outcomes, (2) what are the suggested 
solutions to this issue, and (3) if big data technologies 
could be used positively to counter discrimination. Six 
databases were systematically searched (between 2010 
and 2017): PsychINDEX, Socindex, PhilPapers, Cinhal, 
Pubmed and Web of Science. Most of the articles address 
the potential risk of discrimination related to data 
mining technologies in numerous aspects of daily life, 
from employment, to marketing, and credit scoring. The 
majority of papers focuses on instances of discrimination 
in relation to historically vulnerable categories (race 
and gender), while others express concern that scoring 
systems and predictive analytics introduce new forms of 
discrimination in sectors like insurance and healthcare. 
Many of the latter publications argue that big data 
‘echnologies raise new conceptual challenges to issues 
such as group versus individual identity, privacy and 
surveillance. Strikingly, very few publications tackle 
he issue of discrimination in healthcare. Big Data 
echnologies offer great promises to improve society 
ut at the same time they pose considerable perils. It 
s thus important to address new conceptual challenges 
hat are emerging in our increasingly networked world. 
Jue to the risk of discrimination in data mining and 
redictive analytics, more research is needed on how 
his might negatively impact the healthcare sector. 
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Poster 46: Exploring the knowledge of 
professionalism among interns and first-year 
postgraduate residents in a tertiary care hospital: A 
questionnaire-based study 


Magi Murugan, Dinesh Kumar, Rema Devi 


Professionalism is a core competency of the physician. 
Trust in physicians and faith in medical profession is 
thought to contribute to good health care outcomes by 
promoting patient engagement in healing. Important 
to this trust is a belief that physicians demonstrate 
professionalism and act in the patients’ best interest. 
There is a need for valid and reliable assessment tools 
that evaluate professional behaviour. The present study 
was undertaken to assess the level of professionalism 
among interns and first-year postgraduate residents at 
Pondicherry Institute of Medical Sciences by using a 
validated questionnaire. 


The level of professionalism would be presented as 
domain score mean + SD or median with interquartile 
range based on. statistical distribution of data. 
Professionalism would be summarised as a percentage 
with 95% confidence interval. The results are being 
statistically evaluated and will be presented. 


The results may help faculty to modify undergraduate 
curriculum in bioethics, and improvise internship and 
postgraduate orientation programmes to help the 
young doctors. This study also gives young doctors 
an opportunity to understand different aspects of 
professionalism and try to improve themselves in 
patient care. 
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Poster 47: institutional Ethics Board: A barrier 
for the development of research in the nursing 
profession 


Mansingh, Bhawna Arora, Heena Dabas, Santosh Mahi- 
ndrakar 


Following the policy of allowing privatisation in the 
educational sector, there was a mushrooming of 
private engineering, nursing and medical colleges in 
India but more so in the state of Karnataka. In India 
the total number of nursing institutions increased from 
285 (General Nursing and Midwifery), 30 (Bachelor of 
Nursing Sciences), and 10 (Masters in Nursing Sciences) 
in the year 2000 to 2968, 1700 and 582 respectively 
in 2014. Further research is needed to find out if the 
quality of education provided by them was adequate. 
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However, our focus is an institutional ethics board, one 
of the basic requirements for the evaluation of research 
proposals. This paper strives to assess the experience 
of the alumni of government college Master’s course 
nursing students regarding an institutional ethics board. 
In-depth interviews were conducted of 10 alumni from 
three government nursing institutions in northern India. 
All the nurses had completed their Master’s degree 
between 2002 and 2010 and carried out research as 
part of the course. Individual consent was taken from 
each participant. 


None of the participants had heard of such a 
committee’s existence in their institutions during their 
master’s course. Five of them said they heard about this 
committee when they sent their papers for publication. 
Non-availability of ethics clearance was a major hurdle 
for publication in good journals. . The nurses spent more 
than six months conducting research during their two 
year-courses, but without an ethics board, their research 
faced issues of validation. The study recommends 
conducting surveys in nursing institutions to assess the 
existence and functioning of ethics committees. 


Poster 48: Ethical, social and legal aspects of sex 
selection through a multidisciplinary perspective 


Mar Escarrabill, Angela Sales 


For many years the only reliable means of sex selection 
was infanticide, the abandonment of children of the 
unwanted sex and selective abortion. Nowadays, the 
possibility of determining the sex of pre-implantation 
embryos, and the perfection of a flow cytometry 
technique for separation of X or Y chromosome-bearing 
sperm has reopened the debate with new questions on 
the agenda. Sex selection, prohibited in most countries 
unless carried out for diagnostic or therapeutic purposes, 
gives rise to moral and legal dilemmas which demand a 
well-founded social debate. 


The World Health Organization alerts that sex selection 
employed for non- therapeutic purposes as a means 
of sex discrimination against little girls is carried out in 
many countries in the world. This type of gendercide that 
applies unacceptable methods to ensure male offspring 
is breaching human rights and we must act to avoid it. 
Far from this situation, further advances in the field of 
human reproduction has raised the following question: 
“should, in certain cases, sex selection for non-medical 
reasons be permitted as long as it is not employed as a 


means of discrimination?” Settling this question requires 
a multidisciplinary point of view that considers science, 
law and cultural and moral values in the drawing up of 
law. Moreover, rational and reasonable information is 
needed inorder to promote a public debate. The Bioethics 
and Law Observatory of the University of Barcelona 
aims at promoting an informed social debate regarding 
this issue and proposing guidelines to legislators based 
on scientifically demonstrated facts within the human 
rights framework. 


Poster 49: Who makes the decision? A case of 
obtaining parental informed consent for paediatric 
HIV research in Botswana 


Mary Kasule, Francis Barchi 


Involving children in research relies on parental capacity 
to provide consent on their behalf. We conducted a 
mixed-methods study to determine the ethical and 
practical challenges in the consent process and parents’ 
ability to appreciate fully the risks and potential benefits 
associated with their child’s participation in HIV clinical 
trials conducted in Botswana. 


In-depth interviews and focus-group discussions with 29 
paediatric HIV trial staff were conducted to solicit their 
perceptions on the consent process, communication 
strategies, and practices. Consent forms used in 10 
paediatric HIV trials were assessed for readability 
and grade level using the Flesch-Kincaid Computer 
Readability Calculator. Interviews were recorded, 
transcribed, and analysed by emergent themes. 


Ethical challenges identified by trial staff included lack of 
parental autonomy and staff use of paternalistic language 
in communicating information. Parental concern over 
their children’s illness, limited access to healthcare, and 
therapeutic misconception were identified as motivators 
in parental decision making. Influence of culture and 
socioeconomic factors, parents’ lack of familiarity with 
clinical trials, and the absence of input by staff in the 
development of consent forms were identified as key 
practical challenges. Consent forms were described as 
lengthy and overly complex—most had a low reading 
ease and high average grade level. 


The challenges identified in this study directly impact 
the validity of parental decision-making with respect 
to their children’s participation in HIV-related studies. 
Greater efforts are needed to develop culturally 
appropriate accessible consent processes in this setting. 
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oster 50: On bioethics in the context of 
nthropology, philosophy, and theology 


lichael Ch Michailov, Eva Neu, Ursula Welscher, 
untram Schulz, Thomas Plattner, Christoph Luetge, 
lichael Schratz, Germain Weber 


5 per Kant, philosophy is the unique science that 
insiders all other sciences in systematic unity. 
assical anthropology—of Plato, Aristoteles, Descartes, 
ume, Kant, and others—considers the human and 
jman “spheres” (philosophical, theological, logical, 
ychological, and biological) as also interdependence 
ith nature—society. Bioethics is related anthropology 
id philosophy considering theology. Philosophical 
eology investigates spiritual phenomena, described 
| parapsychology and religions in context of ethics— 
sthetics—epistemology _ (including metaphysics). 
ethics has an essential relationship with theological 
thropology: physico-(Kant)/bio-(Like)/psycho-/ 
zico-/ philosophical theology. 


esent moral philosophy is very pluralistic: Many 
WS concerning normative and _ metaethics 
2ontology, axiology), relativism, absolutism (including 
litarianism), and non-cognitivism are present. A 
nilar situation exists in moral theology: not only in the 
ntext of philosophy (consequentialism, protectionism) 
t also in theology, there exist contradictory differences 
ncerning God, Spirit, Soul, Reincarnation, etc 
sording to the great religions: Brahmanism, Buddhism, 
ristianism/Mosaism, Confucianism/Taoism, and 
yhammedanism. 


ture philosophical theology needs renewal of its 
entific theoretical and experimental fundamentals 
ntrolled observations: criterion for intersubjectivity) 
context of epistemology (metaphysics, scientific 
ory, etc) and oriental practices: Brahmanistic Yoga, 
etan Zen Buddhism, etc. Scientific evaluation 
spiritual phenomena by _ biophysics/physiology/ 
chology as also formal (Aristoteles, Gautama), 
ascendental (Kant), and metaphysical (Hegel) real 
ic is necessary. Reconsideration of application of eg 
thetics in philosophical theology is to be discussed 
uding occidental and oriental arts: music (Chinese/ 
ian/Japanese, Bach, Beethoven, Handel), painting 
onardo da Vinci), and sculpture (Michelangelo, etc). 
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An integrative bioethics in the context of philosophical 
theology and theological anthropology could help the 
realisation of United Nations Agenda 21 for better total 
(including spiritual) health and a peaceful world. India 
could have a leading role in this activity. 


Se 


Dedication 


This presentation is dedicated for moral-scientific 
support to these Nobel Laureates of 1988-20132: 


Australia: Sir J Eccles; Austria: K Lorenz; Belgium: 
| Prigogine; Canada: G Herzberg, J Polanyi, China/ 
Taiwan: Y T Lee; France: J Dausset, J-M Lehn; Germany: 
M Eigen, K v Klitzing, H Michel, E Neher; Great Britain: 
Sir A Hewish, B Josephson, Lord A Todd; India/USA: S 
Chandrasekhar, H B Khorana; Italy: C Rubbia; Japan: K 
Fukui; Japan/USA: L Esaki, S Tonegawa; Russia: N Basov, 
A Prokhorov, A Sacharov; South Africa: Bishop D Tutu; 
Spain: S Ochoa; Suisse: K Bednorz, A Muller, H Rohrer; 
Sweden: S Bergstrom, B Samuelson; USA: P Anderson, J 
Deisenhofer, D Hubel, L Pauling, E Wiesel 
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Poster 51: Higher burden of treatment and smaller 
benefits from palliative care: Are paediatric 
leukaemia patients disadvantaged? 


Michael Rost, Tenzin Wangmo, Elaine Acheson, Bernice 
S Elger 


Lived experiences of childhood cancer patients and 
their families have been described as interrupted 
and as a loss of normal life. Apart from illness-related 
symptoms, families continuously experience the burden 
of treatment. Since coping capacities are unique to 
each individual, we captured quantifiable variables, 
with a focus on disruptive effects of treatment on 
families’ lives. Additionally, we examined the provision 
of palliative care (PC)aiming to determine if and when 
children received PC. 


We conducted a retrospective review of medical records 
of 193 deceased paediatric patients. Quantitative data 
was Statistically analysed with respect to variables 
related to treatment burden and to PC provision. Three 
diagnostic groups were compared employing inferential 
analyses. Results revealed that leukaemia patients 
faced a higher burden of treatment, that is, they had 
more inpatient stays, spent more time in the hospital 
both during their illness and during the last month of 
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life, and were more likely to die in the hospital. Further, 
leukaemia patients were less likely to receive PC. If they 
received PC, it began later and was of shorter duration. 


Our findings indicate that the disruptive effects of 
treatment on families’ daily life are even greater for 
leukaemia patients. At the same time, leukaemia 
patients benefited less from PC. These findings raise 
the question whether this diagnostic group represents 
a disadvantaged population and how quality of care for 
this group could be improved to ensure that they equally 
benefit from timely implemented PC as recommended 
by international guidelines. 


Citation: 


This abstract is based on two articles: 


Rost M, Acheson E, Kuhne T, Ansari M, Pacurari N, 
Brazzola P, Niggli F, Elger BS, Wangmo T. Palliative 
care in Swiss pediatric oncology settings: a retro- 
spective analysis of medical records. Support Care 
Cancer.2018Aug;20(8):2707-15. 


Rost M, Wangmo T, Rakic M, Acheson E, Rischewski J, 
Hengartner H, Kuhne T, Elger BS. Burden of treatment 
in the face of childhood cancer: a quantitative study us- 
ing medical records of deceased children. Eur J Cancer 
Care (Eng!).2018 Jul 24;e12879. 


Poster 52: Informed consent and genetic data 
collection: Should obligations outweigh autonomy? 


Michelle McGachie 


Informed consent in the collection of genetic data 
for medical research is under much scrutiny with the 
introduction of broad/generic consent. To understand 
Stakeholder perceptions, | recorded narratives of 
informed consent in genetic data collection via 
qualitative interviews with professionals in the field 
(n=10), focus-group discussions with the public and 
genetic data donors (n=27), and surveys of donors and 
the public (n=319). 


The results of grounded theory and framework analysis 
(ongoing) show that two-thirds of donors were unaware 
that they had donated their genetic data to medical 
research and that though professionals viewed ethics 
committees as key to ensuring ethical use of data 
and upholding the obligations of informed consent, 


the public and donors were largely unaware of their 
existence. Furthermore, ownership of genetic data was 
seen by both professionals and the public as poorly 
defined, illustrating a need for clearer delineation of 
responsibility and accountability in the curation and use 
of genetic data. 


The contemporary argument that obtaining broad 
consent while collecting genetic data for medical 
research is not adequate as it does not sufficiently fulfil 
the participant’s right to autonomy disregards the other 
requirements of informed consent—the obligations and 
duties of researchers/institutions who are custodians of 
genetic data and the disclosure required of the m—which 
must be met to balance participants’ lack of autonomy 
in current biobank consent processes. | discuss how, 
by recognising the obligations of custodians, we 
can reconceptualise consent beyond the traditional 
paradigm of autonomy and the ways in which this can 
be achieved. 


Poster 53: Informal healthcare providers and 
universal health coverage: An ethical challenge in 
resource-poor settings 


Mousumi Samal, Nabin Khara, Sanghamitra Pati, 
Krushna Chandra Sahoo 


Informal healthcare providers (IHPs) deliver a significant 
proportion of healthcare to sick infants in resource-poor 
settings due to lack of trained prescribers. However, 
there is paucity of information on their treatment 
protocols. This study assessed the healthcare service 
provided to sick infants by IHPs. 


A cross-sectional study was conducted in three rural 
blocks of Odisha among 15 IHPs and 337 data were 
collected using a predesigned prescription form. 


Above 90% of infants visited IHPs as the first choice of 
healthcare provider; 68% of infants were diagnosed 
with possible serious bacterial infections; 56% had 
fevers and 9% presented with dysentery. In all,61% of 
sick infants were prescribed antibiotics; cephalosporin 
was commonly prescribed (56%). In case of diagnosed 
severe persistent diarrhoea,76% of infants were 
prescribed with ORS;48% were given zinc; 62% received 
antibiotics. Around 23% of sick infants were referred to 
public facilities. 


In resource-poor settings IHPs are the first referral point 
for treatment of sick infants; however, none of those 
examined followed any standard treatment protocol. 
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The IHPs provide quick services although treatment is 
often irrational. This study suggests IHPs must either be 
trained in common disease algorithms and allowed to 
administer first-aid services to enhance early referral 
services or that they must be banned from providing 
health services, which poses a major ethical challenge 
in resource-poor settings. 
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Poster 54: Gender perception of university students 
receiving formation training in Turkey 


Gun Mukadder, Aslantekin Ozgoban Filiz, Sahinoglu Kus 
Serap, Karadag Nuriye 


Women have limited access to education Opportunities, 
comprise the vast majority of the world’s poor, cannot 
always participate in decision making, and are often 
not allowed to work. The difficulties students face 
in accessing basic human rights such as education 
and health, as well as gender-based discrimination, 
continues to plague our country. This cross-sectional 
study examines the awareness of gender equality among 
4 group of university students (n=90) who received 
ormation training at Balikesir University between March 
3. and April 8, 2018 and who volunteered to participate 
n this research. Sampling was not conducted. The 
esearch questionnaire included questions on the 
Oociodemographic characteristics of the students 
ind their awareness of gender equality; data were 
ollected via face-to-face interviews. Approximately 10 
ninutes of practice took place in the last 10 minutes 
f classes. The collected data were evaluated with 
requency distribution and chi-square test using SPSS 
oftware(p<0.05 considered significant). 


2% of respondents indicated that “Men provide the 
ontinuation (reproduction) of the family line”, and 
1% of the respondents stated that “Women should 
Noose appropriate jobs for themselves”, which 
hows that sexist stereotypes are widespread. Of the 
articipants, 91% disagreed with the statement that 
It is not necessary to educate girls”; 90% that “It is 
ormal for a woman to be beaten by her husband 
hen necessary”, that “Honour killing is necessary to 
laintain the honour of the family”, and that “Women 
eserve to be beaten from time to time”; 92% disagreed 
lat “If financial sources are limited, boys’ education 
iould be prioritized over girls’”; and 87% completely 
sagreed with the question “What do you think about 
olence against women?” The findings from this study 
iggest that gender discriminatory approaches were 
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not common either in access to health services or in 
service delivery by the health professionals. However, 
some students’ answers indicated that they could apply 
their negative judgments here; therefore, it is advisable 
to develop sensibility among students by training them 
about gender inequality. This study should be repeated 
with a larger sample. 


SS ee ee eee 


Poster 55: A principle-based governance framework 
for genomics research and biobanking consortia in 
Africa 


Nchangwi Syntia Munung, Bridget F Pratt, Jantina de 
Vries 


Global health research involves a diverse range of 
stakeholders with power dynamics that may negatively 
impact on opportunities for promoting justice and 
fairness. Genomics research and biobanking in Africa 
is an example of global health research partnerships 
where power differences have led to macro-level justice 
concerns. Some of these macro issues relate to: access to 
samples and data; benefit sharing; fears of exploitation 
of African researchers and populations; intellectual 
Property; and the ownership/custodianship of samples 
and data. Drawing on pertinent theories around 
governance in health research (specifically, Lawrence 
Gostin’s global governance for health, Jennifer Ruger’s 
shared health governance, and the African moral theory 
of Ubuntu), we developed a principle-based governance 
framework for genomics research and biobanking in 
Africa that focuses on addressing macro-level justice 
issues. 


Solidarity, communitarianism, reciprocity, transparency, 
open sharing, accountability, deliberativeness, inclusivity, 
and trust were identified as key principles in promoting 
justice and fairness in genomics research and biobanking 
in Africa. We argue that macro-level issues of justice 
may be addressed through governance procedures that 
promote fair and equitable partnerships. We hope that 
this framework may inform the governance of genomics 
research and biobanking consortia in Africa. 
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Poster 56: The influence of affluence in the choice 
of assisted reproductive technology and why it 
warrants a policy change 


PS Sreejith, K R Chandramohanan Nair 


During an ongoing research project on azoospermia and 
Y chromosome microdeletion in infertile males in Kerala 
(sponsored by the Department of Health Research, 
Government of India) in Sree Avittom Thirunal Hospital, 
Government Medical College, Thiruvananthapuram, 
we observed that the economic status of the couples 
seeking treatment influences their choice of/for 
assisted reproductive technology (ART), prompting us 
to investigate this aspect. 


The present study was started in March 2017. We 
identified 202 males with azoospermia from the semen 
analysis registry. The couples were informed about the 
study and consent to participate was taken. Personal 
interview was used to collect demographic data and 
detailed the ethical, financial, and scientific basis of the 
study to each participant. 


Analysis of data revealed that financial status, education, 
and nature of job have a bearing on pursuing infertility 
treatment, the choice of its selection, and attitudes 
towards treatment. However, solvency is a limiting 
factor when moving to advanced assisted reproductive 
treatment options. Advances in infertility techniques 
and research have increased success rates but have 
raised the associated price tag. 


In India, the financial aspects of ARTs are not covered 
under insurance schemes, and finance is a major limiting 
factor in pursuing these expensive methods for the 
economically marginalised patients. The government 
must therefore effect policy change to include infertility 
under public and/or private insurance schemes, since 
experimental treatments are not covered under health 
insurance. The onus rests on the government to take 
initiatives towards policy change to benefit the less 
fortunate. 


Poster 57: Social networking behaviour of medical 
students in the Philippines: Moral lessons from the 
world’s social media capital 


Pacifico Eric Eusebio Calderon 


The Philippines has a social media penetration rate of 
58%, higher than the 47% average in Southeast Asia. 


The use of social media platforms in disseminating and 
obtaining information about health is considerably 
widespread, in contrast to the Internet speed in the 
country. Consequently, it has become easier for Filipino 
healthcare professionals, students, trainees, and even 
patients to share medical information and clinical 
experiences online. 


In a surveyed cohort of medical students enrolled in 
Metro Manila medical schools, social media use is nearly 
universal. Most respondents agree that various social 
media platforms offer opportunities for collaborative 
learning, online sharing of medical information and 
clinical experiences, and personal interactions with 
peers, among others. Despite the potential benefits of 
social media to most medical students, however, when 
used with little or no caution and scepticism, the risks 
of potentially engendering or unacceptable online 
behaviour increase. 


Considering a multiplicity of potential unethical 
behaviour on social media, the following major issues 
are highlighted in this presentation: (1) sharing of 
information that lacks content quality, reliability, 
or even veracity; (2) posting information or photos 
with unprofessional or distasteful content; (3) using 
profanity or discriminatory language online; (4) hurling 
negative remarks about teachers, colleagues, patients, 
or institutions; (5) creating online “friendships” with 
patients; and (6) breaching patient privacy. These 
findings should alert Philippine medical schools to set 
up systems to ensure the appropriate online behaviour 
of medical students. It is recommended that specific 
ethical guidelines for medical students utilising social 
media be developed, standardised, and implemented. 


Poster 58: Rising accredited social health activists 
(ASHAs) in rural India: A study in Kursela block, 
Katihar district, Bihar 


Parshant Kumar 


Accredited Social Health Activists (ASHAs) are women 
community health workers at village level appointed 
under the National Rural Health Mission (NRHM), 
begun in April 2005 by the Government of India. The 
present study attempts to understand the socio- 
economic composition and status of ASHAs in the 
Kursela Block of Katihar district in Bihar, a high priority 
State under the NRHM, when launched in 2005. It 
seeks also to understand the major challenges faced 
by ASHAs, and changes in their self-perception. Semi- 
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structured interviews of a selected sample of 30 ASHAs 
were conducted for the largely qualitative Study, from 
December, 2017 to January, 2018. 


The study’s findings are that the ASHAs are striving hard 
to increase accessibility to and utilisation of healthcare 
services by women and children. The Majority of ASHAs 
in these villages belong to dominant upper castes and 
Other Backward Castes, while a few belong to lower 
castes. Most are educated upto the 8th Standard as 
necessary for their selection. However, most ASHAs face 
difficulties due to a lack of regular and effective training, 
inadequate supply of medicines from primary healthcare 
centres, and delays in receiving their incentives. Despite 
this, the ASHAs are willing to continue performing their 
duties, mainly because this work has increased their 
confidence and status, and even the meagre incentives 
have made them financially independent. 


Note: This presentation is based on an MA dissertation 
submitted at the Department of HSS-IITG in May 2018 
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oster 59: Ethical implications of healthcare policies 
and services on the health of women sex workers 


-reeti, Rahul Dandge 


Nomen sex workers are viewed as “bad” women in the 
ociety. They are considered as derogatory to the other 
vomen in the society. As a result, women sex workers 
ften face discrimination in their everyday life. Education, 
lealth and social protection is the need of mankind 
icluding women sex workers. Women sex workers are 
rone to sexual violence, substance abuse and often 
uffer from depression, anxiety and other such physical 
nd psychological problems. The institutional response 
9 the healthcare needs of women sex workers is limited 
) only HIV and AIDS, while considering the kind of work 
1ey are involved in, other sexually transmitted diseases 
nd general physical health should also be taken into 
Insideration. There is an institutional failure when it 
ames to healthcare benefits to women sex workers 
nd they face discrimination from medical professionals 
1d administrative staff when it comes to healthcare 
srvices. Discrimination against women sex workers 
¥ medical professionals in health care facilities is a 
olation of ethical values of the healthcare profession 
1d undermines institutional efforts at making health 
basic right. This study has been explicitly based upon 
y extensive work during my MPhil studies on issues of 
omen sex workers. The present study uses secondary 
ita and critically questions the way health policies 
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are designed and healthcare services are delivered 
to women sex worker taking into account the ethical 
implications of institutional responses to the healthcare 
needs of women sex workers. 
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Poster 60: Study of assessment of stigma among 
community members in Chhattisgarh 


Prem Prakash Anand, Sunil VR Gitte, Madhav Rao 
Despande, V Jaiprakash, Mahadev Tendwey, RN Sabat 


Due to the stigma and discrimination associated with 
leprosy, treatment programmes and outcomes tend to 
suffer. Though the levels of stigma have decreased over 
time, it still lingers. That leprosy remains undetected 
and/or untreated in the early stages is more due to 
psychosocial reasons than others. A person affected 
by leprosy tends to separate themselves from other 
family members and community. They therefore stand 
to lose status and face discrimination. The National 
Leprosy Eradication Programme does not include a 
measure of stigma in its routine reporting system or in 
any data related to stigma at the national level. Midterm 
evaluation and JMM allows for an Opportunity to assess 
stigma in communities or among persons affected by 
leprosy. 


Chhattisgarh is one of the states yet to achieve elimination 
status and remains endemic for leprosy. This cross 
sectional, prospective study assesses the level of leprosy 
stigma in the community in districts Mahasamund and 
Janjgir Chama in Chhattisgarh from April 2018 to March 
2019 using a questionnaire translated into Hindi and 
Chhattisgarhi. Former / partially treated/ defaulting 
leprosy patients visiting the outdoor and indoor patient 
departments are included in the study. 


This study gives impetus to the programme about the 
Status of stigma level among leprosy patients in the 
leprosy-endemic state and stimulates different ways of 
health education in the area targeted at bringing down 
stigma. 
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Poster 61: Ethical perspectives on contextual factors 
for individuals who have attempted suicide: A 
viewpoint from India 


Priya Sreedaran 


Attempted suicide is a public health problem in the 
Asian subcontinent. A significant proportion of those 
who attempt suicide in this region do not meet any 
criteria for a psychiatric diagnosis. Most individuals who 
do attempt suicide in this region often report associated 
contextual factors. Discussions around ethical issues 
pertaining to attempted suicide, however, typically focus 
on challenges related to assisted suicide/euthanasia. 
The reflection on ethical perspectives of contextual 
factors in attempted suicide is essential, especially from 
a South Asian perspective. 


Various contextual factors associated with attempted 
suicide were extracted from records of those who have 
attempted suicide and received medical care for the 
same from a general hospital setting in Bengaluru. These 
factors were categorised and the ethical challenges in 
addressing them are discussed. 


The paper examines the role of contextual factors in 
attempted suicide in those who don’t meet criteria 
for a psychiatric diagnosis from three perspectives: (1) 
the four-principle approach, (2) a feminist approach 
to bioethics, and (3) a South Asian perspective. The 
applicability of these perspectives and their implications 
is also discussed. 


Poster 62: Comparison of quality of life of support 
personnel of patients undergoing haemodialysis in 
hospital-based centres vs standalone centres 


Radha Malattiri, Feroz Aziz 


The increase in the number of end-stage renal disease 
patients have resulted in the establishment of more 
dialysis centres in India, especially in the state of Kerala. 
Access to haemodialysis near patient residences has 
improved the quality of life of patients versus the more 
difficult-to-access hospital-based units. 


However, the challenges to patient care givers have not 
been studied. It is a fact that support personnel are under 
pressure in different aspects; the magnitude of pressure 
may vary with the availability of supportive clinical care 
to their patient. The quality of life of support personnel 
is an ethical concern and the subject of this study. 


Quality-of-life assessment was carried out using the 
WHOQOL-BREF questionnaire in both types of centres. 
Independent sample T test was used for comparative 
analysis. 


The quality of life among support personnel in standalone 
centres was found to be significantly less compared to 
those in hospital- based centres in all aspects (physical, 
psychological, social, and environmental). Poor male 
participation and low educational background was 
observed in standalone centres. The age range is 
comparable in both the groups. 


Since the cost of the dialysis in standalone centres 
is lower compared to in hospitals, patients favour 
standalone centre, mainly due to being from poor 
financial backgrounds. Therefore, the unavailability of 
immediate hospital care in case of emergencies may be 
an additional concern for support personnel. The same 
may also be a concern for the patients, which needs to 
be studied. 


Poster 63: Revision of the ICMR National Ethical 
Guidelines for Biomedical and Health Research, 
2017: consultations and engagement with stake- 
holders 


a yee Va hinhiiese pecans 


Development in the field of biomedical sciences poses 
new ethical challenges, necessitating updates to the 
existing ethical guidelines. The Indian Council of Medical 
Research (ICMR)had first brought out a guidance 
document in 1980; this was revised in 2000 and yet 
again in 2006as the “Ethical Guidelines for Biomedical 
Research on Human Participants”. 


Revision of the ICMR ethical guidelines was initiated 
under the direction of the Director General ICMR and 
an ethics advisory committee, which developed a broad 
outline. The advisory committee appointed 12 sub- 
committees, totalling about 44 members, to prepare 
the initial draft. The draft went through in-depth expert 
review before going through stakeholder consultations, 
rounds of revision, and harmonisation. It went through 
regional and national consultations and was posted on 
the ICMR website for 10 weeks to facilitate the process 
of public consultation. The consultations involved 
participation with a large number of stakeholders 
involved in biomedical research. 
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The revised guidelines were released on 12th October 
2017 and address ethics concerns in accordance with 
the socio-cultural milieu of our country. A few sections 
have been expanded, namely informed consent process, 
vulnerability, biological materials, bio banking and 
datasets, clinical trials, and human genetics testing and 
research. A few new sections have been added regarding 
the responsible conduct of research, socio behavioural 


esearch, research in emergencies or disasters, and so 
on. 


The revised ethical guidelines are required to be 
ollowed for all biomedical and health research in India. 
t is hoped that the guidelines will both serve the needs 
ind safeguard the populations involved. 


————— 


oster 64: A qualitative study of adolescents’ and 
iPs’ responses to a proactive LARC provision model 


ebecca Duncan 


dolescent uptake of long-acting _ reversible 
ontraceptives (LARCs) in New Zealand (NZ) is low. In 
2sponse to this, we created the concept of a proactive 
ARC provision programme to overcome barriers that 
xist for adolescent women. These barriers include 
Ist, misinformation, lack of adolescent awareness, 
nd lack of provider awareness. We sought adolescent 
pinions about these barriers and proactive LARC 
rovision. Furthermore, we sought the voices of general 
ractitioners (GPs). This qualitative research study aims 
) gauge adolescent and GP attitudes towards LARCs 
1d a proactive LARC provision programme. 


yur focus groups of 6-10 adolescent girls (ages 15 to 18) 
scussed contraceptive use and access. They were also 
ked to consider a proactive LARC provision programme. 
lowing this, nine NZ GPs were interviewed about their 
ntraception provision to adolescents and were asked 
consider a proactive LARC provision programme. We 
anscribed and analysed these data using a general 
ductive approach to identify common themes. 


om the adolescents, themes identified were 
productive health fear, sex and body shame, 
olescents’ requirements for sexual health provision, 
rriers to contraception, and sexual health knowledge. 
emes identified from GPs were contraceptive decision 
aking, the GP role, sexuality, social context, gauging 
derstanding, and youth. The response to a proactive 
RC provision programme was positive from both 
olescents and GPs. 
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The voices of adolescents and GPs show us that LARC 
uptake is affected by a lack of patient and provider 
awareness and that both groups would be supportive of 
a proactive LARC provision programme in NZ. 
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Poster 65: Ethical decision making at death’s door 
Roy Joseph, Koh Pei Lin 


In children with primary lung disease and refractory 
respiratory failure, prolonged veno-venous 
extracorporeal membrane oxygenation (ECMO) may 
yield a 25% survival rate but is usually associated with 
neurological and other morbidity and charges in excess 
of USD 100,000. Max’s (fictitious name) case is presented 
to generate discussions on the need for timely ethical 
evaluation of burdensome interventions when survival 
and the ability to benefit is unlikely. 


Max, aged 12, was transferred without referral from a 
neighbouring country with 3 days of refractory hypoxia 
from pneumonia. From infancy, he was totally dependent 
on others as a result of severe spastic quadriplegia and 
intellectual and communication deficits. Conventional 
ventilation, inhaled nitric oxide, and high-frequency 
oscillation over the next 3 days could not reverse the 
hypoxia. The prognosis that further interventions were 
unlikely to restore life and or health was reaffirmed to 
parents. This the father accepted. The mother preferred 
to believe her friend’s report of a divine revelation of 
Max’s cure. The mother’s apparent faith prompted 
the medical team to evaluate the use of veno-venous 
ECMO. 


We reasoned that the father’s position appeared to be 
better informed than that of the mother’s. In addition, 
the slim likelihood of survival was overshadowed by the 
certainty of the physical and financial harms. ECMO was 
hence not offered and the treatment goal changed to 
end-of-life care. After Max’s death, two days later, both 
parents expressed satisfaction and appreciation of the 
advice and decisions. 
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Poster 66: An ethicai inquiry into a series of trials 
and scale ups of community mobilisation for 
improved birth outcomes in Jharkhand and Odisha, 
India 


Sachin Barbde, Raj Kumar Gope, Shibanand Rath, 
Suchitra Rath, Nirmala Nair, Prasanta Tripathy 


During the past 15 years, we conducted a series of 
cluster randomised control trials (reported separately) 
to gauge the impact of community-based interventions 
for improved birth outcomes in rural Jharkhand and 
Odisha. Our collaborative data during 2005 and 2008 
showed reduction in neonatal mortality through the 
community mobilisation approach of participatory 
learning and action (PLA) involving women’s groups. 
This was followed by a replication in the control villages 
(2008-2011), suggesting replicability and sustainability 
of impact as neonatal mortality rate reduction (31%) 
from Jharkhand—Odisha trial in intervention area did 
not go up during this period. Subsequently, the JOHAR 
Trial (2011-2012), where the PLA meetings facilitated 
by Accredited Social Health Activists were layered while 
home based neonatal care (HBNC) happening in both 
the arms, an additional benefit of Odd’s Ratio 0.69 (CI 
0.57—0.83, P< 0.001) was observed. The JOHAR trial was 
an attempt to “fill the translational gap” for scale ups. 


Following the 2014 WHO recommendations on 
community mobilisation through women’s groups for 
improving maternal and neonatal health, this approach 
is being scaled up in the entire state of Jharkhand and 
is also being evaluated. After sharing the rationale of 
sequencing of these studies and the findings of the same, 
while considering the ethical dilemmas, we discuss the 
aspects of selection of site, consent, participation, 
inclusion, and evaluation of scale ups. 


Poster 67: Organ donation: Awareness, attitudes, 
and beliefs amongst people in Mumbai 


Sagar Karia, Reetika Dikshit, Avinash Desousa, Shar- 
mada Nerlekar 


India has a shortage of organ supply due to lack of 
awareness and knowledge and prevalence of myths and 
misconceptions stemming from religious and cultural 
barriers. Where India has 0.08 donors per million persons, 
Australia has 11; the UK, 27; Canada, 14; Spain, 35.1; and 
the USA, 26.This research examines the attitudes, beliefs, 
and awareness regarding organ donation amongst 


medical students, nurses, psychologists, and the general 
public and compares various factors influencing their 
attitudes. 


A questionnaire testing knowledge, attitudes, and 
beliefs towards organ donation was used. A majority 
of the 353 participants were aware of kidney, liver, and 
heart donation, but very few knew that bone marrow, 
pancreas, lung, skin, etc can be donated. Though 81% 
recognised the term “brain death” only 52% could 
correctly describe it. Less than 50% had heard about 
organ donation from various sources. Almost 88% were 
willing to sign up for organ donation, but 11% believed 
that their religion disallowed organ donation after death 
and 9% held a religious belief that the body should be 
intact during last rites. Though 85% were willing to 
accept an organ from unknown persons, surprisingly 
fewer would accept from relatives they don’t like (78%), 
from their spouse (80%), or from their parents (75%). 
Almost 22% had recently changed attitudes towards 
organ donation. 


There is huge deficiency of information regarding the 
various aspects of organ donation, particularly regarding 
various laws and ethical aspects and therefore the 
need to use various media sources to spread correct 
information. 


Poster 68: Managing mistrust - community 
engagement in global health research 


Salla Sariola 


Community engagement is emerging as an ethical 
expectation in global health research. Ethical guidelines 
suchasthoseoftheCouncilforInternationalOrganizations 
of Medical Sciences now include engagement as a key 
activity to make research democratic and culturally 
appropriate and relevant to study populations. In 
literature, trust is discussed as central to good research 
relations. Engagement is not without conflict, however, 
and this paper interrogates the social dynamics of 
engagement in global health research as it takes place 
across economic, cultural, class, and power differences. 


Data from ethnographic fieldwork involving twenty-five 
interviews and six months of participant observation 
in an HIV vaccine trial in Kenya in 2014 and 2016 were 
analysed for this study. 


The paper demonstrates the work that goes into 
fulfilling ethical expectations and that maintaining 
good relationships requires the careful balancing of 
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various needs and expectations by all parties involved. 
It points out that—contrary to the positive outcomes 
of engagement that ethical guidelines emphasise— 
engagement can also carry risks. It analyses how 
mistrust towards medical institutions, compounded by 
cultural, racial and economic differences between those 
assembled in research, is and can be overcome. The 
process of engagement is a fraught and precarious one 
and requires work to succeed. 


Te 


Poster 69: Violence during pregnancy: A case of 
routine screening 


Sanjida Arora, Sujata Ayarkar 


Despite the numerous studies on understanding the 
link between violence during pregnancy and maternal 
morbidity, mortality, and poor pregnancy outcomes, 
India’s efforts to reduce the morbidity and mortality 
and infant mortality rates have not addressed the 
problem of domestic violence during pregnancy. Studies 
conducted around the globe have stressed that if health 
inequities have to be addressed comprehensively, there 
S a need to intervene in a healthcare setting on behalf 
of pregnant women facing domestic violence. 


[he present study yields valuable information on the 
easibility and efficacy of a counselling intervention 
n antenatal care settings. The study used a pre- and 
ost-test design in which the same group of pregnant 
vomen was followed in two public hospitals in Mumbai. 
he pregnant women were screened for violence and 
vere given counselling. The prevalence of violence 
luring pregnancy (16.1 %) was found to be comparable 
© various obstetric complications that are routinely 
creened during antenatal care. Suicidal ideation during 
regnancy was reported by about 29% of women. This 
as implications for maternal health reporting in India, 
hich doesn’t include deaths of pregnant women due 
9 suicide and homicide. 


he results of the study indicate positive impacts of 
itervention on coping and safety behaviour of women. 
he findings suggest a instituting routine enquiry 
garding domestic violence by healthcare providers 
uring antenatal care. The health system provides the 
rst Opportunity for intervention and is likely to be 
le only point of contact for women within the health 
tting in developing countries. 
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Poster 70: The role of women in the nursing 
profession: A care theory perspective 


Sarita Kar 


It is very vital to understand the nature and abilities of 
nurses to discharge their daily duties. Nurses need to 
internalise care theory with its ethical and philosophical 
implications in depth in order to apply it in their daily 
practice. The role performed by nurses becomes 
monotonous if perform without compassion and care. 
Nurses and patients need to be connected in such a way 
that a caring relationship is developed between them to 
enhance the health-giving process. 


In order to understand the role of women in the 
nursing profession, the focus needs to be on the 
nature and ability of women. The perusal of previous 
literature, shows the woman is observed as an object 
of subjugation in patriarchal society. Taking this into 
consideration, this paper will offer a new perspective for 
better understanding those features of women which 
can be developed as virtues to serve the needs of the 
nursing profession. The distinct nature of women would 
be observed in the reflection of ethics of care. An ethics 
of care signifies and emphasises the existence of moral 
understanding in the constitutional aspect of a caring 
and relationship. This work argues that inculcating care 
as a virtue in the nursing profession, would give a better 
understanding of the relationship between nurses and 
their patients. The conceptual understanding of care 
theory will make the professional nurses more effective 
in their professional field. 
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Poster 71: Unequal governance, disproportionate 
participation, and asymmetrical outcome: Evidences 
from India’s national sanitation program 


Satyajeet Nanda 


Given that citizen participation is considered the main 
pillar of development, the political economy behind its 
practice remains a question. To disentangle the complex 
web of relationships that governance shares with 
citizens’ interface, it would be worthwhile to examine the 
phenomenon at the grassroots. Against this backdrop, 
this paper endeavours to examine at the micro level the 
scope for citizen participation in the national sanitation 
programme, Swachh Bharat Mission (SBM),in India. 


The study involves a citizen report card survey undertaken 
in six districts each in Odisha and Tamil Nadu at varying 
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levels of development and programme implementation. 
Around 5000 beneficiary households across various 
regions of the two states were surveyed on various 
aspects of usage of SBM toilets. Analysis has ethical 
issues in controlling for aspiration of users beyond the 
admissibility of the program. 


We found that the higher the user participation in the 
building of toilets, the higher was the usage. At the state 
level, 78% of households that had constructed their toilet 
themselves or by a privately hired mason used the toilet 
regularly as against a mere 38% of households who had 
their toilet constructed by an NGO/ contractors. Social 
exclusion is clearly visible in many managerial aspects 
such as timely construction of toilet, awareness gaps, 
etc. 


Analysis shows that there is a clear asymmetry in 
outcome and that a number of socio managerial factors 
play major roles in this unequal result. 


Poster 72: An exploration of the effects of burn 
injuries on the self-image and personal relationships 
of patients with burns: a qualitative study among a 
sample of persons admitted to a tertiary teaching 
hospital in South India 


Senneil Gomes, C Srilekha Reddy, Rajeswari Dharmara- 
jan, Kannika Padil, Manjulika Vaz 


Compared to the West, limited research has focused on 
the psychosocial issues influencing the healing process 
of burns patients in India. Medical treatment primarily 
focuses on the physical healing and rehabilitation of 
burns patients. Our study aims at understanding the 
effect of burns injuries on the patient’s self-image and 
acceptance, already existing relationships, and the 
perception of their ability to form new relationships. 


Using the qualitative method of phenomenology, in- 
depth interviews were conducted on 20 burns survivors 
with deep burns admitted to the burns ward at St. 
John’s Medical College Hospital, Bangalore after seeking 
permission of the burns department and the informed 
consent from each respondent. 


Preliminary analyses show the emergence of seven 
thematic clusters related to perception of impact of 
injury on self-image and body image: perceived impact 
of injury on independence; concepts of pain; gratitude 
for support system; fears/ anxieties of future life; coping 
with social acceptance through self -motivation; and key 
life adjustments. These emerging findings suggest an 


ethical impact of the lack of functionality and reduced 
self-esteem on a person’s autonomy and the need 
for family and community solidarity in the recovery. 
Pursuing the burns victims to open up and speak about 
their emotional experiences associated with the trauma 
was a Challenge, and more so with male patients. The 
articulation of fears and anxieties as well as situations of 
support appear to motivate the individual towards self- 
acceptance and circumventing social stigma. Doctors 
and nurses can play a healing role by enabling patients 
to articulate their fears and anxieties in conjunction with 
regaining functionality. 


Poster 73: A review of the national guidelines for 
research ethics in Sudan 


Shahd Osman, Shaza Abbas, Sara Lavinia Brair, Henry 
Silverman 


In 2008, the Ministry of Health issued guidelines for 
research involving human subjects titled “National 
Guidelines for Human Subject Protection”. In 2017, the 
University of Khartoum, Al-Neelain University, and the 
Federal Ministry of Health started to enhance the ethical 
review system in Sudan. These stakeholders first task 
was to review the guidelines to assess their relevance 
and ability to serve the Sudanese context while staying 
in alignment with international guidance. 


The stakeholders used the following steps for review: 1) 
formulation of a review committee; 2) literature review 
of international guidelines; 3) development of a tool to 
assess the main sections in the guidelines; 4) editing the 
guidelines based on recommendations; and 5) discussion 
in a workshop before finalization. The main sections of 
the guidelines included: (i) research ethics committees, 
(ii) ethics review process, (iii) informed consent and 
vulnerable groups, and (iv) research in records, stored 
biological materials, and genetic research. 


Sections about ethical review of clinical trials, social 
and behavioural research, research on herbal products 
and traditional medicine, and research in humanitarian 
settings were updated. The chapter on informed consent 
was enhanced by detailing the Sudanese context and 
vulnerability issues. A chapter on regulations involving 
stored samples, records, and genetics was added. 


The final document “Guidelines for Ethical Conduct of 
Research Involving Human Subjects, Second Edition, 
2017” is expected to offer a regulatory framework that 
parallels the rapid advancement in research involving 
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luman subjects and enhances the protection of 
‘ulnerable populations Participating in research. 
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oster 74: Advice to be active: Ethical responsibility 
f healthcare providers? 


halini Garg, V Raman Kutty 


here is clear evidence on association between health 
nd physical activity. Physical activity is universally 
rescribed as a primary treatment for almost all chronic 
iseases.Epidemiological studies have shown that 
hysical activity reduces the risk of type 2 diabetes by 
0% in the general population (Bassuk&Manson, 2005). 
Kercise not only improves the glycemic control, butitcan 
so improve the insulin sensitivity and restore associated 
ymplications such as cardiovascular damage in patients 
ith diabetes. It is imperative for healthcare providers 
) take an active role in promoting physical activity and 
duce the future burden of non communicable disease 
resource scarce countries like India. Healthcare 
oviders enjoy an authoritative position in the society 
id can utilize their position to bring healthy changes 
peoples’ lives. Unfortunately, studies show low levels 
health professional advice to individuals which also 
fers by age, sex and socioeconomic status.Various 
riers to such practice have been documented, 
e,knowledge, time, primary focus on acute 
anagement rather than the preventive care, competing 
re demands, somewhat delayed clinical response to 
jor control, time constraint, inadequate resources 
d attitudinal issues. “Physicians have an ethical (and 
rhaps medical—legal) obligation to inform patients 
the dangers of inactivity and promote PA to their 
tients in the clinical setting” (Sallis,2015). The current 
idy tries to ethically analyse the findings of a previous 
idy on physician advice among diabetic patients in the 
te of Kerala (Garg&Kutty,unpublished). Only 29% of 
lividuals living with diabetes were advised by a health 
fessional during the last 12 months. This study tries 
examineas to how an inexpensive and effective tool 
improve population health has been completely 
lected in professional practice in low and middle 
ome countries leading not only to maleficence but 
9 to violation of human rights. If health organisations 
1 governments propose to accord health as a right for 
it should first ensure that people are at least informed 
the health providers about prevention and lifestyle 
ices at hand. Are health care providers exempted 
n their responsibilities because they choose so? 
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Who should be held accountable or morally responsible 
for so much preventable disease and death? Should 
health care providers be ethically responsible for not 
advising patients on lifestyle changes which could: Bring 
down the burden of chronic diseases in population, 
Avoiding side-effects and complications of long term 
use of medication,Bring down cost of care to patients 
of chronic diseases which otherwise would increase 
to monumental amounts given the comorbidities and 
complications of long term medication,Bring down the 
cost of care to the country health resources and increase 
life expectancy and quality of life of the population. 
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Poster 75: Ethics and legal violations in clinical trials 
in India 


Shelley Saha, Amulya Nidhi 


The Government of India amended the Drug and 
Cosmetics Act, 1940, in 2005 and removed the phase 
lag requirement for trials in the country. In 2005, India 
also became fully TRIPS complaint, thus making India a 
favourable destination for conducting clinical trials. In 
the absence of a proper regulatory framework, large 
scale violation of patients’ safety was observed. In 
2013, the Supreme Court of India stopped approval of 
new Clinical trial applications following a public interest 
litigation (PIL) filed by Swasthya Adhikar Manch, due to 
alleged trial-related deaths and serious adverse events 
(SAEs). Yet recent incidents in Rajasthan emphasise that 
the present regulatory mechanism is inadequate. 


Recently more than 20 people fell sick in a drug trial 
(phase IIb trial of GRC 27864) in Malpani hospital, Jaipur. 
Swasthya Adhikar Manch along with local advocacy 
groups, met the victims and recorded their statements. 
Following media reports, there was a huge protest 
by civil society. Swasthya Adhikar Manch had sent 
complaint letters to all the concerned authorities These 
led the Drugs Controller General of India (DGC) office 
to initiate an investigation which highlighted multiple 
ethical and legal violations. The way the trial was carried 
out in Malpani hospital violated all the four classic 
ethical principles of: autonomy (there was no process of 
consent), beneficence (medical records were fudged), 
nonmaleficence (many patients fell sick), and justice (no 
provision of medical treatment to those who fell sick). 
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Poster 76: Perceived inequities in patient 
Satisfaction with eye care for glaucoma in South 
India: A case for initiating communication skills 
training in medical schools in India 


Shobha Mocherla 


This study aims to determine the factors associated with 
patient satisfaction with clinician communication in a 
tertiary chronic care glaucoma clinic in South India. 


The Glaucoma Patient Satisfaction Questionnaire 
(GPSQ) with 113 items covering socio demographic 
data; hospital visits; recall of clinician communication; 
patient knowledge; and beliefs and experience of their 
eye condition was developed from semi structured 
interviews with patients. The GPSQ, with subscales 
factor analysed and redundant/ambiguous items 
deleted, was piloted with 189 patients. The revised 
60 item GPSQ was interviewer-administered to 500 
outpatients. Correlation, chi-square, linear regression, 
and logistic regression analysis (LRA) determined the 
inter-relationships in patient perceptions (experience of, 
ratings of, and satisfaction with clinician communication) 
and the influence of patient expectations on satisfaction. 
Mean scores, chi-square, and LRA determined the 
association of sociodemographics on satisfaction. 


Patients’ satisfaction was associated with expectations 
(Pearson’s R 0.252), experience (Pearson’s R 0.469) and 
ratings (Pearson’s R 0.687); 48.1% variation in patient 
satisfaction was explained by experience and ratings (F 
= 246.763, significance F = 0.000, Adjusted R2 = 0.481). 
The majority of those with high expectations of the 
interaction also expressed high satisfaction with the 
clinician’s communication (p value < 0.0001). Patients 
reporting four communicative behaviours were more 
likely to be satisfied than those who had not received 
such an experience (OR 10.06; Cl 1.10-92.12). Paying 
patients were more than twice as satisfied as non-paying 
patients (OR 2.28; Cl 1.39-3.73). 


Patient satisfaction in the glaucoma clinic was 
associated with expectations, experience, ratings, and 
socioeconomic status. Communication skills training 
in medical schools in India may sensitise doctors to 
meet patients’ expectations, give positive interaction 
experience, and provide equitable care. 
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Poster 77: Youth-led audit of sexual and 
reproductive health services 


Shruti Arora 


The focus on sexual and reproductive health needs 
of adolescents and youth by the Government of India 
(Gol) has resulted in the development of national 
programmes and policies in the last two decades. For 
example, the adolescent reproductive and sexual health 
(ARSH) component was included as one of the strategies 
in the Reproductive and Child Health-ll Programme 
(2005-2010), Gol, to reduce the infant mortality rate 
(IMR), maternal mortality rate (MMR) and total fertility 
rate (TFR) nationally. Moving beyond the instrumentalist 
approach of the ARSH programme which perceives 
adolescent girls’ health concerns within the framework 
of “maternal health of future mothers”, the concerned 
research paper argues that female adolescent sexual 
health issues cannot only be limited to their fertility and 
future maternity. 


The study is a community and youth-led audit of sexual 
and reproductive health (SRH) services in India in 
multiple health facilities including Adolescent Friendly 
Health Clinics (a component of National Adolescent 
Health Programme, 2014), which seeks to audit six 
SRH services, including reproductive tract infection 
(RTI)/sexually transmitted infections(STI) testing, RTI/ 
STI counselling, safe sex and contraceptive methods 
counselling, pregnancy test and information on abortion 
and sexual abuse. The following research study aims to 
identify barriers within the health system in accessing 
counselling services on SRH like non-availability of the 
comprehensive IEC material, inadequate distribution 
of clinics and staff capacities, lack of measures for 
ensuring privacy and confidentiality in the AFHCs and 
conservative attitude of the service providers towards 
premarital sex. 
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oster 78: Coerced substance use versus mental 
lealth care: Is there difference in public opinion? 


iddharth Sarkar, Bichitra Nanda Patra, Snehil Gupta, 
faibhav Patil 


thical viewpoints of the healthcare consumers (ie, 
atients and_ their Caregivers) deserve attention 
hich application of the principles of ethics. Ethical 
iewpoints may vary from country to country and across 
me periods. This study assesses the ethics-related 
lewpoints of patients and Caregivers in the context of 
9erced admission. 


ne hundred and sixty patients with mental illnesses 
Jrrently in clinical remission and their Caregivers were 
/aluated using vignettes that elicited yes/no responses. 
ye responses on two vignettes related to coerced 
mission for alcohol use disorder and unprovoked 
olence were compared for patients and Caregivers. 


high proportion of patients (91.3%) and caregivers 
6.3%) endorsed coerced admission in at least one of 
e€ scenarios. A greater proportion of patients (90.6% 
rsus 78.1%) and caregivers (92.5% versus 83.1%) 
voured coerced admission for the unprovoked violence 
enario versus the alcohol use disorder scenario. 
tient or caregiver gender or educational status were 
t significantly associated with the responses to the 
estions related to coerced admission. 


Im a utilitarian perspective, coerced admission is 
metimes required to save the patient and/or society 
m harms due to substance use or mental health 
Iblems. This should be balanced with the need for 
fient autonomy. The findings suggest that patients 
h mental health problems and their caregivers 
likely to endorse the need for coerced admission 
mselves in selected circumstances. 


ster 79: A study on occupational health and safety 
street vendors of Delhi and Hyderabad: A case for 
iversal Health Coverage 


ridhi Singh, Anitha C T 


et vending is an indispensable part of urban 
25 globally. The hazardous working conditions and 
egulated employment result in considerable burden 
ill-health and injuries representing substantial 
for individuals, community and health systems, 
perpetuates urban poverty. The Supreme Court 
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recognised street vending as a source of livelihood and 
called for protection from harassment by police and 
civic authorities. Our study sought to explore health 
seeking of street vendors. A cross-sectional study 
of 300 street vendors was conducted in Delhi and 
Hyderabad in February-March 2018. Socio-demographic 
characteristics including healthcare utilisation, health 
insurance and work environment was gathered through 
administration of SF-12 questionnaire. 


The study found street vendors to be predominantly 
male, ie 73.3% of the participants. The private sector 
emerged as the main healthcare providers in both 
cities. In Delhi 54.66%, and in Hyderabad 56% reported 
there was no risk related to their job. 85% felt safe on 
the streets while vending. Musculoskeletal problems 
were reported by 46% of the participants. In Delhi, 
92% and in Hyderabad, 81.3% did not use any personal 
protection. Health insurance was unheard of by 46% in 
Delhi and 34.7% in Hyderabad. In Hyderabad, over half 
the participants were covered under the state health 
insurance scheme, also reflected in National Family 
Health Survey-4 (NFHS-4) here 66.4% were coveredin any 
health scheme in Telangana. Delhi had poor insurance 
coverage, with only 16.4% covered by health insurance. 
Universal health coverage for street vendors in Delhi 
and Hyderabad city remains woefully inadequate. 
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Poster 80: Suicide and deliberate self-harm in 
Pakistan: a scoping review 


Sualeha Siddiq Shekhani, Shagufta Perveen, Dur-e- 
Sameen Hashmi, Khawaja Mustafa, Sara Bachani, 
Murad Moosa Khan 


The social stigma surrounding suicide is high in Pakistan 
since Islam forbids taking one’s own life. The Penal 
Code also criminalises suicidal behaviour, leading to low 
reporting and limited research. This scoping review maps 
the available literature on risk factors, determinants, and 
methods used for suicidal behaviour to inform policy 
development. 


The review utilised the Arksey—O’ Malley methodological 
framework of scoping review. Ten databases were 
searched from the beginning of their time frames until 
December 2016 using a combination of key terms. 
The inclusion criteria queried English-language studies 
of various study designs covering different aspects of 
suicidal behaviour. 
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The initial search resulted in 623 articles, out of which 118 
articles were read in full. One hundred and ten articles 
were included in the final review. Most studies were 
descriptive in nature, with only three using case-control 
design. Studies focused on urban areas. More males 
committed suicide whereas more females indulged in 
self-harm. Suicidal behaviour was more common among 
individuals younger than 30 years of age. Mental illness 
as a risk factor was mentioned in three studies. 


The available literature illustrates huge disparities with 
respect to location, the social status of males and females, 
economic problems that disadvantage young men and 
inadequate mental health provision and awareness in 
Pakistan. Stigma surrounding mental illness compounds 
the problem, resulting in an inadequate legal framework 
to address the issue. 


Poster 81: Emotional intelligence among students in 
a medical college in Chennai, India 


Subashini Sundararajan, Vijayaprasad Gopichandran 


Emotional Intelligence (El or EQ) is the ability to 
recognise, understand and manage one’s own emotions 
and influence the emotions of others. In a medical 
college, a student using El learns good communication 
skills, helpful in developing a healthy doctor-patient 
relationship. Our objectives are: a) to assess emotional 
intelligence among medical students in Chennai; b) 
to study the association between EQ and emotional 
response to clinical scenarios. A cross sectional, self- 
administered, pen and paper format, questionnaire- 
based study was conducted among students of the 
second to final years in a medical college in Chennai. The 
questionnaire comprised of items from the Emotional 
Intelligence Scale. Clinical vignettes were developed 
from real life situations to gauge the emotional response 
of the students. 


207 students consented to participate and returned 
filled questionnaires. The mean scores on the four 
domains of emotional intelligence namely, emotional 
awareness, emotional management, social emotional 
awareness and relationship management was above the 
mid-range score. Students from government schools had 
a significantly greater score on Emotional management 
compared to private schools. Girls had a significantly 
better response to emotional situations in the vignettes 
than boys. It was observed that as the total EQincreases, 
there is a small trend towards increase in appropriate 


response to emotional clinical vignettes. As the medical 
profession deals with ethical values and challenges 
in day to day practice, there is an increasing need for 
doctors to be emotionally intelligent. It is therefore 
ethically important to integrate El training into graduate 
medical education. 


Note: This abstract presents parts of the study which 
has been published in BMC Medical Education. The 
data has previously been presented at medical student 
conferences. 


(BMC Med Educ. 2018 May 4;18(1):97). 


Poster 82: Offering organ transplants to foreigners in 
India - Is this ethically challenging? 


Sumana Navin, Sunil Shroff 


Transparency and equitable distribution of organs in 
deceased donation is taking centre-stage in India. While 
no donated organ should be wasted, clear guidelines 
for organ allocation to foreigners are being sought. The 
principles of organ allocation for foreigners in the USA, 
the UK, and India were compared. Before 2012, the Organ 
Procurement and Transplantation Network (OPTN), 
USA, had “the 5% rule” — an audit of centres whose 
total solid organ transplants for foreigners was greater 
than 5%. This was replaced by a policy of reviewing all 
residency and citizenship data in OPTN’s public annual 
report. In the UK, if there is no suitable recipient for a 
donated organ within the country, it may be offered for 
use internationally. In India, the legal framework allows 
an organ unutilised by an Indian national to be offered 
to a foreigner. 


In 2016-18, 20% of heart transplants in Tamil Nadu 
were done for foreigners. Recipient capacity to pay for 
transporting hearts across cities was a factor. According 
to WHO Guiding Principle 9, donated organs should be 
made available to patients based on medical need and 
not financial or other considerations. The Declaration of 
Istanbul states that treatment of foreigners is acceptable 
only if it does not undermine a country’s ability to 
provide transplant services for its own population. 
India needs to evolve an affordable inter-city transport 
system for organs. Registries should make available 
information about the number of organs transplanted 
into foreigners. This would build trust and transparency 
in the organ allocation policy. 
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Poster 83: Experts’ Perception and attitude on 
Direct-to-Consumer Genetic Testing (DTC-GT) in 


Republic of Korea (ROK): Ethical, legal, and social 
implications 


Sumin Kim, Hannah Kim, So Yoon Kim 


Since 2006, ‘23andMe’, a US company, started offering 
genetic testing services to the public in the United 
States. The so-called Direct-to-Consumer Genetic 
Testing (DTC-GT) is prevalent worldwide. In Korea, it 
was illegal to conduct genetic testing in non-medical 
institutions. However, after June 30, 2016, under the 
Bioethics and Safety Act (revised on 12.09.16), non- 
medical genetic testing institutions are allowed to 
conduct genetic testing for the public in ROK. Therefore, 
this study has conducted a survey of subject experts in 
yuman genome research to explore their perceptions, 
attitudes, and opinions regarding the DTC-GT regulation. 
[he method of this study was an online survey through a 
nixed questionnaire, using Likert-type scales and open- 
2nded questions regarding their perceptions of the DTC- 
aT. The participants in this Study include about 1,000 
espondents who are experts in the area of human 
nome research. The survey was conducted between 
uly and August of 2017.Through this research, we 
xpect to clarify the current ethical challenges in DTC-GT 
egulation in Korea, and howto solve these problems. We 
Iso bring up several important ethical issues, relevant 
ot only in DTC-GT but also in general health, such as 
ommercialization of biomedical research, data sharing 
nd protection, and regulation for children. Our analysis 
in progress. We propose to present our final report of 
1€ survey at the 7th National Bioethics Conference. 


oster 84: Medicalisation of infertility: Women’s 
gency to negotiate treatment or discontinue it 


inu C Thomas 


schnological advancements in assisted reproduction 
ea boon to involuntarily childless couples. The 
ailability of this technology now medicalises couples’ 
joices. A significant component of infertility treatment 
offered in the private sector, and it is therefore this 
arket that shapes the manner in which such care is 
esented to the community. 


otherhood is a cultural value that social structures 
ongly reinforce. While the cause for infertility may 
due to biological or other problems in either male 
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or female partner or unexplained causes, treatment for 
infertility is situated strongly in the female body. The 
availability of technology for resolving infertility and its 
medicalisation makes it difficult for women to resist its 
use on their bodies. Since the expression of the problem 
and its solution is rendered visible through the woman’s 
body, it becomes imperative that a woman present 
herself for these tests and treatments. 


A qualitative inquiry interviewed 18 women who were 
part of couples seeking infertility treatment to overcome 
childlessness in Kerala, India. They expressed treatment 
fatigue/distress but the contrasting imperative to 
continue with the various treatment processes to render 
their bodies valid. 


Medicalisation of infertility and privatising its treatment 
limits women’s agency in choosing whether or not to 
undergo the rigours of said treatment. Rather, it is gender 
power relations—strengthened by market forces—that 
shape women’s choices of when to start, continue, 
or stop infertility treatment. Ethical provisioning of 
infertility care needs to strengthen women’s choices by 
recognising their particular vulnerabilities and enabling 
both continuation and is continuation of treatment. 
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Poster 85: Developing a training program for clinical 
research ethics consultants in Japan 


Ukyo Shimizu, Tadashi Kawasaki, Kuniko Aizawa, Kaori 
Doi, Yusuke Inoue, Hiroaki Yanagawa, Tadao Takano, 
Kenji Matsui 


Most research institutions in Japan provide clinical 
research ethics (CRE) training through didactic lectures. 
While lectures lead to incremental increases in research 
ethics knowledge, an interactive consultation service 
may provide more promising results in terms of 
retention and understanding. In order to spread CRE 
consultation, we are developing a training program for 
existing members who are engaged in an institutional 
review board (IRB) or in clinical research support so that 
they can work as CRE consultants. 


We reviewed more than 1000 real cases in CRE 
consultation and modified the cases for training. The 
illustrative cases include a paediatric genomic study, 
a clinical trial of a diet supplement, and a case of 
incomplete disclosure to research subjects. For each 
case, we created several questions to help participants 
identify which ethical problems should be identified in 
consultation. We held a pilot to evaluate the efficacy of 
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the program. It was composed of a brief CRE lecture, 
a mock consultation, and two case exercises. There 
were 16 participants, five with CRE expertise, five with 
relatively long experience as IRB members or support 
staff, and six with relatively little experience. After the 
program, we administered a feedback questionnaire. 


Evaluations of the 16 participants were examined. They 
suggested that the program was effective, in particular 
for those with relatively long experience as IRBs member 
or support staff. 


Despite our favourable result, there still remains the 
question of how to ensure sufficient expertise of CRE 
consultants. 


Poster 86: Bevacizumab, the off-label drug tsunami - 
Safety, affordability, vulnerability and ethics against 
a backdrop of lack of policies 


Uma Kulkarni 


Retinopathy of prematurity (ROP) is a blinding condition 
affecting premature newborns. Bevacizumab (Avastin) 
is used off-label in ROP sans guidelines or policies; 
hence necessitating the following exploratory study. 
A secondary literature review was conducted in May 
2018 regarding ethical concerns of off-label Avastin in 
ROP. Articles published in the National Ophthalmology 
journal in the last 5 years on off-label Avastin in ROP 
were studied. The Vitreo-Retinal Society of India (VRSI) 
guideline was scrutinised for clarity on the use of Avastin 
in ROP. 


Avastin is not approved by the FDA/ DCGI for intra-ocular 
use; but is used off-label in neonates. Long term effects 
are unknown. Critical issues are related to procurement 
of the drug, storage, cold storage and preparation 
of aliquots. Potentially blinding complications like 
cluster endophthalmitis are known. The rationale for 
its use in lieu of a safer technique is not clear. Avastin 
is also expensive imposing an economic burden. Is it, 
therefore, justified to use Avastin in newborns when it 
has not been proved safe? This presentation looks at 
ethical issues such as: the informed consent process, 
risk: benefit analysis and affordability and seeks answers 
to the questions: Are neonates victims of scientific zeal? 
How do doctors decide in the absence of clear-cut 
policies? What are the ethical and legal implications? 
Is there a conflict of interest in promoting a particular 
brand “Avastin”? 
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Is this the responsibility of the Drugs Controller General 
of India, the Health ministry or doctors? 


Poster 87: Seeking informed consent from the 
vulnerable: review of ethical guidelines 


Umesh Wadgave 


Most existing research ethics guidelines were developed 
after witnessing horrific inhumane experiments on 
vulnerable populations (VP). Allthese guidelines propose 
safeguards in obtaining informed consent (IC) from VP 
to prevent exploitation. This review aims to evaluate the 
recommendations of various guidelines in obtaining IC 
from VP. We evaluated recommendations for obtaining 
IC from the following: the Nuremberg Code, 1947; the 
Belmont Report, 1979; the World Medical Association 
Declaration of Helsinki, 2013; National Ethical 
Guidelines for Biomedical and Health Research Involving 
Human Participants Indian Council of Medical Research 
(ICMR), 2017 and those of the Council for International 
Organization of Medical Sciences (CIOMS), 2017. 


While the Nuremberg Code mandates voluntary IC 
from every research participant without proposing 
any additional safeguards for VPs. The Belmont Report 
recommends obtaining IC from both third party and 
participant. The Declaration of Helsinki replaced the 
term “third party” with the more specific term “legally 
authorised representative” and also discusses wavier 
of IC in special circumstances. The ICMR guidelines of 
2017 are more explicit and comprehensive. They invoke 
the concepts of “minimal risk” and “more than minimal 
risk”. Most suggestions of the CIOMS guidelines are 
incoherent with the ICMR guidelines. CIOMS mandates 
assent from both children and incapable adults. These 
Guidelines revealed heterogeneity and ambiguity in 
a few of their recommendations for protecting VPs. 
Revising some of these guidelines is necessary to develop 
uniform recommendations. This will facilitate the work 
of researchers across the globe in dealing with complex 
ethical issues of obtaining IC from VP. 


Poster 88: Enhancing inclusion of minorities in India: 
What do we know? What we ought to know? 


Upendra Bhojani, Madegowda Chikkananjegowda, 
Socially Inclusive Cities network* 


Ethnic and religious minorities continue to face exclusion 
from public services. We aimed to examine the current 


2 


state of research in this area in India, in order to Propose 
a future research Strategy for inclusion of minorities. 
We conducted a scoping review of literature sourced 
from select databases, journal archives and websites/ 
portals of relevant agencies. We used thematic analysis 
to understand drivers of social exclusion, impact of 
inclusive policies and any major gaps in knowledge with 
regard to minorities in the areas of health, education, 
employment and governance. The review findings were 
used as inputs in a series of three workshops engaging 
people from varied disciplines/roles. 


We identified conceptual challengesindefiningminorities 
and social inclusion/exclusion with implications on 
who gets studied and how. We identified several 
methodological issues that are of specific relevance 
ncluding researchers’ positionality and competence, 
raming of research agenda, and the use of research 
nethods. We identified six areas that have received little 
esearch attention and need to be prioritised for future 
esearch: data and information systems; evaluation 
)f inclusive policies; research on the private sector; 
nteragency and intersectoral coordination; role of social 
novements and community engagement; researching 
nequities using intersectional lens and beyond known 
roups/settings. Persistent exclusion of minorities from 
ublic services and/or their inclusion on adverse terms is 
thically and morally wrong. Available empirical research 
> inadequate to inform corrective actions. Apart from 
mphasising specific research areas/agendas, research 
self needs to be humane and inclusive. 


Note: Socially Inclusive Cities is anetwork of researchers, 
ractitioners and policy makers across India, Vietnam, 
jigeria, Kenya and the UK. 


oster 89: Public health research on “risk” 
ehaviours among minors: implications for parental 
onsent 


pendra Bhojani, Dorothy Lall, Himanshu A Gupte, 
auri Mandal, Pragati Hebbar 


2searching individual behaviours that enhance health 
sks has become a priority in public health. We are 
nducting an evaluation of a school-based tobacco/ 
eca-nut cessation programme. Drawing on our 
‘perience of securing ethics committee approval, we 
m to discuss desirability of parental consents in such 
search. Considering concealing tobacco use status of 
udentsfromtheirparents, weproposedtoseekinformed 
sent of high-school students without parental consent 
r implementing a self-administered questionnaire. 
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The concerned ethics committee (EC) recommended 
written parental consent. In the process, we engaged 
with the committee members and reviewed the ethics 
guidance provided by various sources (Indian Council 
of Medical Research (ICMR), Society for Adolescent 
Medicine, Council for International Organizations of 
Medical Sciences and the United Nations Educational, 
Scientific and Cultural Organization) 


The available —_ guidance requires = permission 
(differentiated from consent) of one/both parents 
depending on maturity of children/adolescents, degree 
of risk involved, risk-benefit balance and feasibility as 
well as desirability of parental permission. The EC can 
consider waiving permission from parents in cases 
of minimal risk or when parental permission doesn’t 
accord protection (eg. neglected/abused minors), 
subject minors to inquiries/ham by parents or impedes 
research validity (eg. drug use). We learnt about special 
protection measures that could be instituted to ensure 
protection of minors. While specific guidance is available 
for research among minors, including in the revised 
national guidelines by ICMR, the interpretation of the 
guidance by ECs considering case/context specificities 
as well as engagement between researchers and ECs is 
crucial in deciding desirability of parental permission. 
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Poster 90: Introducing access to epilepsy care 
in primary health centres — an implementation 
research study in Uttarakhand state, North India 


Varadharajan Srinivasan, Kaaren Mathias, Prasanna 
Saligram 


One in 100 people in India have epilepsy yet 70% of 
those affected do not have access to effective care. 
Factors contributing to the epilepsy care gap include 
limited community awareness, no training and skills in 
case-management in primary care and unavailability of 
anti-epileptic drugs (AEDs). The aim of this study was 
to examine the opportunities and challenges to increase 
access to epilepsy care through a three-pronged health 
system strengthening intervention in public primary care 
in Dehradun, Uttarakhand. An NGO and Department 
of Health partnership implemented a three-pronged 
intervention package 1) building community awareness 
2) building capacity among primary care doctors and 3) 
supporting supply of AEDs. Mixed methods were used 
with quantitative data collection to measure programme 
implementation and service use, and qualitative methods 
(in-depth interviews and focus group discussions) 
to understand processes supporting or obstructing 
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implementation. Interview transcripts were coded and 
deductively analysed using the Consolidated Framework 
for Intervention Research. 


Community awareness activities led to a small increase in 
help-seeking. Primary epilepsy care delivery was limited 
because a) people did not trust or use government 
community health centres, b) twelve of thirteen 
epilepsy-trained primary care doctors were transferred 
during implementation and c) there was no availability of 
AEDs until the final month of implementation. Structural 
health system gaps were barriers to increasing access 
to epilepsy care for people with epilepsy, however this 
study demonstrated the feasibility of epilepsy care in 
primary care services enabled by a handful of effective 
Government staff. 


Poster 91: Ethical challenges in India in the 
conduct of research with persons with intellectual 
disabilities 


Aparna M, Vijaya Hedge 


Historically, people with disabilities as well as other 
vulnerable groups have been used as convenient 
research participants. This has raised ethics questions 
regarding the lack of informed consent and the benefits 
versus extreme sufferings, even though majority of the 
research was aimed at the progression of medical field. 


Using a closed ended questionnaire, a cross-sectional 
survey was conducted among 134 medical and dental 
doctors practicing in Mangalore to trace the ethical 
challenges they face in conducting research among 
people with intellectual disabilities. Ethical clearance 
was obtained from the relevant institutional ethics 
review committee. 


All the participants agreed that informed consent is 
mandatory for research among intellectually disabled, 
and 88% agreed that a designated surrogate may provide 
consent in the participant’s best interest. However, 
35.84% participants indicated that the opinion of a 
person with an intellectual disability should be given 
more weight than that of their family members; 64.19% 
agreed that they should only participate in research 
when personal benefits outweigh the potential harm. 
Nobody disagreed with the idea that the research team 
should translate the findings of research into actions for 
the benefit of persons with intellectual disabilities. 


Since the intellectually disabled population is diverse and 
complex, research among them can be challenging and 
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researchers should be more responsible. By participating 
in research, they can become active contributors in 
defining their own social issues. While performing 
research, the autonomy and beneficence of persons 
with intellectual disabilities should be prioritised and 
care should be taken that no detrimental effects occur. 


Poster 92: Ethical perspectives in the use of personal 
data from medical records for health research 


Teenu Thomas, Vijaya Hegde 


Researchinvolving patients ortheir personal datarevolves 
around the various rules of privacy, confidentiality, 
and consent. This has caused delays, higher costs, and 
sometimes, cessation of research projects. Obtaining 
individual consent from large numbers of patients may 
not be feasible each time; so may anonymising it. 


A cross-sectional questionnaire survey was conducted 
on 348 adults visiting the outpatient department of a 
tertiary-care hospital to assess the attitude regarding 
the use of health records in research with personal 
information. A 12 item structured, closed-ended 
questionnaire was developed and tested for content 
validity. Ethical clearance was obtained from the 
institutional ethics committee. The data was analysed 
for descriptive statistics using SPSS Version 16. 


Around 79.9% of the study subjects were concerned 
about the invasion of their personal information; 61.2% 
of the study participants felt uncomfortable with doctors 
and health professionals using computers to record 
and share personal information. Though 70.1% of the 
study participants reported that they would like to be 
informed if their information was used for research, 58% 
of them responded that there was no need to inform 
them about the research use of information of public 
health importance. bal 


The subjects were generally very receptive to health 
research and asked to be informed if their information 
was being used for research. They recognised both the 
importance of and conflict between personal privacy 
and societal needs, though a majority of them were 
unaware about the existence of laws preventing the 
inadvertent use of medical records in India. 
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Poster 93: Healthcare professionalism and ethical 
issues in medical care and repatriation of migrant 
workers with non-work-related injuries and illnesses 


Voo Teck Chuan 


Migrant workers on work permits in Singapore sometimes 
face non-work-related injuries and illnesses that require 
higher costs for treatment than employer-funded 
healthcare insurance. In such situations, employers 
may decide to repatriate the workers to their respective 
home country, and physicians have the responsibility to 
assess whether the patient is “medically stabilised” and 
‘it for travel. Factors and values that physicians consider 
n making such decisions, and the challenges they 
ace, remain unclear. This study aims to understand 
lealthcare professionals’ perspectives on ethical issues 
rising in medical care and repatriation of migrant 
Norkers in Singapore, with focus on workers with non- 
vork-related conditions requiring long term care. 


\ qualitative exploratory study using semi-structured 
nterviews will be conducted with physicians on their 
erspectives pertaining to the above healthcare 
ontext. Ethical issues include duty of care, involvement 
f employers in decision-making, responsibility for 
reatment costs, and normative interpretation of 
oncepts such as medical stabilisation. 


he study seeks to develop normative guidance for 
ealthcare professionals to resolve issues arising in 
ne above healthcare context professionally, ethically 
nd legally. Principles of best interest, medical due 
iligence and respect for patient autonomy in view of 
1e migration projects and vulnerabilities of the workers 
‘ill be considered. 


oster 94: Evaluation of knowledge and practice 
f informed consent procedures in a tertiary care 
oSpital in India 


lisetty Ramya Jyothi, Reena Kumar, Amitabh Dutta 


ocumentation has a vital role in healthcare as it adds 
| effective communication with patients and helps in 
eventing unwanted legalities. Medical education is a 
ntinuous process of updating knowledge into clinical 
id healthcare delivery practices. Not uncommonly, 
formed consent (IC), an important aspect of patient 
itonomy, is handled loosely, without considering the 
hical implications thereof. 
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The IC process, an essential feature of any healthcare 
delivery system, has negative repercussions if not 
Practiced sensitively. This study aims to evaluate the 
knowledge of various human resource components 
(consultant, residents, and nurses) inatertiary healthcare 
delivery continuum with respect to their understanding 
of IC procedure. 


A total of 450 respondents (150 consultants, 150 
residents, and 150 nurses) participated in the 
questionnaire-based study. They answered 25 multiple- 
choice questions (MCQs), five questions each for the 
general, validity, administrative, treatment, and legal 
aspects of the commonly employed IC procedure of 
the hospital. Consultants responded more correctly 
than the residents and nurses across all aspects. While 
the administrative questions had the most common 
incorrect responses from the consultants and residents, 
the most common correct responses varied among 
consultants, residents, and nurses. Interestingly, it was 
the administrative aspect of IC that returned equally 
wrong responses across the board. 


The variable response pattern among consultants, 
residents, and nurses indicates that awareness education 
for healthcare personnel is warranted to enhance 
knowledge around IC process and practices. 
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Poster 95: The ethics of early dementia diagnosis: 
Considering stakeholder perspective in a cross- 
cultural paradigm 


Zumrut Alpinar-Sencan, Natalie Ulitsa, Perla Werner, 
Silke Schicktanz 


Developments in predictive medicine make possible the 
prediction and diagnosis of earliest phase of dementia. 
However, though possible to predict the onset and 
course of dementia by biomarker tests, uncertainty and 
lack of a cure raise moral and psychosocial challenges 
regarding predictive diagnosis. Relying on our ongoing 
cross-cultural study between Germany and Israel, 
where we are empirically analysing experiences and 
attitudes of main stakeholders towards early diagnosis 
of dementia, we want to ethically reflect on the meta- 
ethical and methodological issues of such a study. 


First, we argue ethics and discuss how to identify whoa 
relevant stakeholder is. We probe how the different 
relevant groups of professionals, lay and affected 
persons, and policy decision makers assess and prioritise 
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the social and ethical aspects of such predictive 
information. Therefore, we will ethically reflect on 
stakeholder terminology for which we rely on ethical 
participatory approaches informed by Habermas and 
Fricker. Second, we adopt a comparative, cross-cultural 
bioethics method for two purposes: First, to close the 
gap between expert and public culture and ethically 
reflect on how ethical issues on ageing/dementia are 
particularly sensitive to hegemonic understandings, 
and to undermine alternative views. Second, to explore 
cultural similarities and differences in the understanding 
and conceptualisation of early diagnosis, dementia, and 
ageing. We aim to contribute to the methodological 
and practical discussion of why and how comparative 
cultural studies are important for developing global 
bioethics and where the particular challenges occur. 


Declaration 


This research is funded by the German-lsraeli Foundation 
for Scientific Research and Development for 2018-20. 


Poster 96: Using international research scales on 
QOL and spirituality in developing countries: Ethical 
implications from two studies in India 


Komal Kashyap, Sushma Bhatnagar, Joris Gielen 


The agenda of health research is largely set by the 
West. This imbalance is also visible in the global use of 
research scales reflecting Western conceptualisations. 
We analyse the use of two such scales in two separate 
studies in a tertiary cancer hospital in India. 


The first study assessed the effect of scrambler therapy 
on 20 patients with chronic cancer pain. Quality of life 
(QOL) was evaluated using WHOQOL-BREF (Hindi). The 
goal of the second study was to validate a new spiritual 
distress scale (SDS) among 40 chronic cancer painpatients 
using WHOQOL-BREF and FACIT-Sp-12 (Hindi).We elicited 
patients’ opinion on the questionnaire. We recorded 
and analysed the interviewers’ experiences with the 
research scales. 


The negative correlations between WHOQOL-BREF 
domains and painin both studiessupport criterion 
validity of WHOQOL-BREF, although this correlation was 
sometimes weak. In the spirituality study,the significant 
correlations between WHOQOL-BREF, FACIT-Sp-12, and 
SDS support convergent validity of WHOQOL-BREF and 


FACIT-Sp-12. However, reliability (Cronbach’s alpha) 
varied andcontent validity was questionable. Patients’ 
responses to both scalesdepended upon additional 
explanation by the interviewers and patients did not 
understand essential concepts. 


Imposition of Western concepts and less effective 
validation in India may explain’ the © scales’ 
underperformance. This contributes to less reliable 
results and further inequality in health research. 
Moreover, hard-to-understand questions present a 
burden to vulnerable patients. Our pilot studies indicate 
that more thorough validation studies and development 
of localised scales may be required, although this may 
not always be feasible and benefit and harm have to be 
weighed. 
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P18 (a): Respecting the dignity of foreign domestic 
workers caring for elderly Singaporeans 


Nancy S. Jecker, Jacqueline Chin 


Foreign domestic workers employed to care for 
dependent elderly persons have helped fuel the 
economies of both sending and receiving countries. 
A premium has always been placed on maximising 
profits to states, but due to worker abuse, this has 
become unsustainable. Despite a gradual shift towards 
greater recognition of the working conditions of foreign 
workers, policies continue to lag. In Singapore, migrant 
workers are placed in domestic settings in ways that 
fail to protect fundamental human dignity. This paper 
offers an account of dignity violations in Singapore and 
identifies ways of supporting migrant workers’ central 
capabilities at a threshold level. Drawing on capability 
theory, we identify a list of human capabilities placed 
at risk by state laws, employer practices, and agency 
methods. We tested the account in Singapore, one of 
a number of research sites selected as part of a global 
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project one of the authors (NSjJ) is conducting on dignity 
and population ageing. Interviews with key stakeholders 
informed our analysis, including migrant workers from 
Indonesiaandthe Philippines, a migrant worker advocacy 
group, and centres providing foreign worker training 
in domestic and healthcare settings.Foreign domestic 
workers described being deprived of opportunities for 
life progression, healthcare, freedom of movement and 
speech, affiliation, privacy and personal boundaries, and 
normal community participation. Our interpretation of 
foreign domestic workers’ experiences as violations of 
human dignity was guided by capability theory. We found 
failures to guarantee floor-level human Capabilities and 
made concrete recommendations to protect human 
Jignity and better existing Singaporean policies. 


i 


218 (b): Health care for refugees: Inequality and the 
neaning of health and vulnerability 


lvia Agbih 


ince 2015, Germany has, like other countries, been 
xperiencing a significant increase in migrants seeking 
sylum. This brings about manifold moral and ethical 
hallenges for the healthcare system. Healthcare 
rofessionals in present-day Germany are trained to 
reat all patients equal regardless of nationality, race, 
ender, etc. and have clearly formulated codes of ethics 
0 this effect. At the same time, they are prevented 
rom following these guidelines by legal conditions 
ecause the Asylum Seekers’ Benefits Act restricts the 
cope of medical care for asylum seekers during the 
rst 15 months. Meanwhile, refugees are tagged as a 
vulnerable group”, which seems to imply that they 
ather need more care than less. 


his paper seeks to reflect on our understanding of health 
nd vulnerability as crucial concepts underlying ethical 
uestions. Is it ethically justifiable to restrict the scope 
f health care provision for refugees on the grounds of 
leir legal status and the fact that they have not (yet) 
Intributed to the social welfare system? Or is health 
peculiar common good above economic calculation? 
hat does it mean that refugees are vulnerable in the 
yntext of health(care)? 


flecting on our understanding of health and 
iInerability can be a key point for our ethical judgement 
Nncerning justice and equality in healthcare for refugees. 
yncerned global health bioethicists are challenged 
keep reflecting on the underlying concepts; to look 
yond (bio)ethical principles; and to nurture dialogue 
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with the wider discourse on global justice, migration 
ethics, and public health ethics. 
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P18 (c): Human trafficking and the need for health 
and welfare services 


Benita Itty, Shanthi D’Souza 


Justice and Care is an India based anti-human trafficking 
Organisation founded in 2008 with a multi-disciplinary 
approach to tackling this organised crime. Aftercare is 
among the important support mechanisms that the 
Organisation provides to survivors of trafficking, one that 
is victim-centric and includes protection, rehabilitation 
and reintegration. In providing essential services to 
any rescued victim of human trafficking, health service 
Providers play an important role. In India there are 
guidelines issued by the Ministry of Health and Family 
Welfare on the processes to be followed for victims of 
sexual violence. We intend to bring forth the concerns 
faced by survivors of human trafficking related to health 
involving gynaecology, dermatology, general medicine, 
mental health, alcohol and drug de-addiction; social 
issues and stigma; financial crises and many more. 


Victims require to be handled with care and sensitivity 
while going through aftercare. Grassroots experience 
demonstrates that stakeholders who are responsible for 
the care of victims are unskilled in terms of ethical ways 
of handling such cases. Current care and protection 
practices and accessibility to services are not validated 
against the standard ethical guidelines of victim-centric 
care. Better follow up with the stakeholders involved, 
awareness about the health service provisions and 
knowledge of the legal implications are some of the 
best practices developed over years which need to be 
incorporated into the service delivery system. 


P18 (d): Respect and Colonialism as a Determinant 
of Health 


Meredith Schwartz 


| aim to describe a conception of “respect” needed 
to examine the ongoing effects of settler colonialism 
on Indigenous health in a Canadian context. | employ 
philosophical conceptual analysis to examine whether 
bioethics can conceptually attend to colonialism as a 
determinant of Indigenous health when the conception 
of “respect” and the value system that underlies that 
conception places value on land as a mere means with 
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only extrinsic or use value. 


The conception of “respect for autonomy” in bioethics 
is not adequate to recognise the claims made by 
Indigenous scholars that land ought to be included in the 
determents of health because the Kantian conception of 
“respect” excludes respectful relationships with the land. 
| argue that this conception hascolonial implications that 
buttress the doctrine of terra nullius because of Kant’s 
staring position, which assumes that everything has only 
extrinsic value and can be used as a mere means unless 
it possesses a fact or feature that elicits respect. 


| present the research of several Indigenous scholars 
from North America who propose that the land and 
colonialism ought to be included as a determinant of 
health and argue that unless bioethicists rethink the 
Kantian conception of respect, we will not be able 
to include a consideration of the health effects that 
result from the dispossession of indigenous lands. 
| conclude with a description of health effects of 
changing relationships with the land and suggest what 
respectful land-based relations would look like, drawing 
on Indigenous scholars. 


GROUP P19: BIOMEDICAL RESEARCH ETHICS 
Venue: 1st Floor Lecture Hall (old) 
Time: 11.45 — 13.15 


P19 (a):Ethical issues surrounding adaptive trial 
designs 


Gershom Chongwe, Joseph Ali, Kristina Hallez, Daniel 
Kaye, Adnan Hyder, Charles Michelo, Nancy Kass 


The increasing use of adaptive trial designs over the 
past decade, has been accompanied by a debate about 
whether these trials offer any significant methodological 
and ethical advantages compared to _ traditional 
randomised controlled trials (RCTs). Some have described 
them as more useful than RCTs in emergencies such as 
the recent Ebola virus outbreak in West Africa. In this 
paper, we examine the degree to which adaptive trials 
affect the ethical character of clinical research, compared 
to RCis, through a scoping review of literature, policy 
documents, and regulations to examine the emergent 
ethical issues involved. This is followed by in-depth 
interviews with methodologists and ethicists to examine 
the challenges and opportunities offered by adaptive 
designs. 


Critics claim that adaptive designs violate ethical 
principles such as equipoise and justice, when compared 
to RCTs, as, for example, the potential for risks and 
benefits may change depending on when individuals 
enrol in trials. They also argue that adaptive trials, by 
virtue of their complexity, violate patient autonomy by 
making it more difficult to achieve informed consent. 


Others argue that these views are flawed or based on 
wrong premises. This analysis is expected to contribute 
to the debate and provide a deeper understanding of 
the tensions arising from the use of adaptive trials and 
how they can be surmounted, particularly when being 
considered for use in low-resource settings. 


P19 (b): Experiences and perceptions of participants 
around decision-making for involvement in Malaria 
challenge studies 


Irene Jao, Melissa Kapulu, Philip Bejon, Mainga Ha- 
maluba, Maureen Njue, Sassy Molyneux,Vicki Marsh, 
Dorcas Kamuya 


The Controlled Human Malaria Infection (CHMI) model 
is an important tool in vaccine development and 
consequently in the control and elimination of malaria. 
However, its implementation poses many ethical 
challenges especially in low-income settings. Recent 
ethics work explored participants’ and researchers’ 
experiences and perceptions of participating in CHMI 
in Kenya highlighting the need for further exploration 
and empirical guidance in the conduct of future CHMI 
studies in similar settings. 


This study, being conducted in Kilifi, Kenya, is aimed 
at exploring participants’ experiences and perceptions 
around decision-making for involvement in CHMI 
studies. Data collection is on-going; methods include 
focus group discussions, in-depth interviews, non- 
participant observation and informal discussions. Data 
analysis is at preliminary stages using the framework 
analysis approach selected for its flexibility, rigour and 
application to policy. 


A priori themes of interest include (i) information 
giving processes, (ii) perceptions about the challenge 
concept, (iii) motivation for participation, (iv) disclosure 
to significant others and (v) cost/implications of 
participation. Preliminaryresultshighlighttheimportance 
of consistency in information giving and procedure 
implementation; acceptance of the challenge concept 
despite burdens and safety concerns; compensation 
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and altruism as main motivators for Participation; 
varied disclosure based on how “big” participation is 
perceived; positive and negative implications of study 
on participants’ lives, including financial Outcomes and 
social relations; and the importance of trust, cutting 
across all levels of study implementation. 


These findings on decision-making provide insights 
around informed consent processes and study benefits 
and burdens; relevant to bioethics Practice during 
onduct of future CHMI studies in low-income settings. 


|. = cess eee 


19 (c): Efficacy according to EBM: Are we missing 
ut on placebo responses? 


/hoebe Friesen 


vidence-based medicine (EBM) has developed in 
esponse to the essential task of identifying which 
iterventions are truly efficacious and which only appear 
0 be. At the heart of EBM is the randomised control 
rial (RCT), which plays a significant role in determining 
hich treatments gain regulatory approval and are 
overed by payers. 


argue that a large and growing body of evidence related 
) the placebo effect suggests that the current structure 
f the RCT impinges on the EBM goal of promoting 
vidence-based treatments. As it stands, a novel 
tervention is only deemed efficacious if it produces 
inical outcomes that are significantly better than those 
en in the placebo arm, excluding, by definition, any 
ositive clinical outcomes resulting from placebo effects. 
lis structure interferes with the goal of promoting EBM 
three ways. First, placebo components of treatment 
iN produce large and robust positive outcomes, but 
ese will necessary be deemed to lack efficacy within 
1 RCT. Second, requiring interventions to surpass 
itcomes of the placebo arm encourages researchers 

seek out ways to minimise placebo responses, as 
posed to maximising them for the benefit of patients. 
dally, the structure of EBM disadvantages particular 
ids of treatments, those that are especially good at 
rnessing placebo responses, as well as particular kinds 

conditions, those that are especially responsive to 
icebo treatments. Given this, | argue that we should 
ake space for alternative trial designs that are better 
le to capture placebo effects within EBM. 
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P19 (d): Research with animals in the European 
Union 


Manuel Jesus Lopez Baroni 


The European Union incorporated into the Treaty 


_ Of Lisbon a special reference to animals as sentient 


beings. To gauge the value of this reference, we must 
remember that European countries do not specifically 
cite the animals in their respective constitutions, 
except in the case of Germany, so their status is only 
specified at the legal or regulatory level. In fact, the 
European Union has established as its objective to 
achieve, although without considering a deadline, 
to eliminate the dependence on animals, at least in 
biomedical and biotechnological research. In line with 
this objective, research in disruptive technologies, such 
as nanotechnology, which aims to anticipate this term is 
prioritised. And in fact, some important steps have been 
taken, such as the prohibition of experimentation with 
animals for the production of cosmetic products and the 
commercialisation of products derived from seals, dogs 
and cats. On the other hand, in Europe there are two 
mechanisms for the protection of animals in research, 
a Convention, within the framework of the Council of 
Europe, and a Directive, within the European Union. 
Although their contents are unequal, they are important 
international instruments to achieve the ultimate goal: 
eliminate human dependence on animals. In the present 
work we consider a critical assessment of the application 
of both groups of standards, especially in the European 
Union. 


rset stereos esee ieee eh 


P19 (e): Is it possible to benefit laboratory animals 
in biomedical research? 


Elizabeth Téllez Ballesteros, Beatriz Vanda Cantoén 


The use of vertebrate animals in biomedical research 
has provided knowledge and practical benefits for 
humans. However, inequalities are observed whether 
humans or animals participate — in experiments. 
Although every subject participating in trials should 
be benefited, in an unequal world vulnerable groups 
such as experimental animals, rarely benefit from the 
outcome. They are seen only as means to our ends. 
According to Singer, this is a speciesist attitude towards 
animals. Taylor, in his biocentric ethical theory, suggests 
applying the principle of distributive justice, where the 
needs and vital interests of animals are given the same 
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importance, therefore ensuring they receive the same 
benefits obtained in research. Singer names it as the 
equal interests consideration principle, in which the 
pain and suffering of experimental animals should be 
considered, without allowing the non-vital interests of 
our species to dominate over the basic interests of other 
species. The objective of this work is to put forward a 
bioethical approach to benefit laboratory animals based 
on Taylor’s principles of restitutive justice and minimum 
harm. Restitution means returning the equivalent of 
what it is received, compensating them or others of their 
species and even restoring them to health whenever 
possible. It also requires providing them with a good 
life with environmental enrichment and a proper death 
without suffering. Additionally, minimum harm requires 
reducing the number of animals used in research, 
refining experimental techniques and replacing them 
with ethical alternatives whenever possible. 


GROUP P20: RESPONDING TO PANDEMICS AND HU- 
MANITARIAN CRISES: ETHICAL MATTERS 

Venue: Pharmacology Demonstration Room 

Time: 11.45 — 13.15 


P20 (a):Pregnant women and vaccines against 
emerging pathogens: Ethics guidance on inclusive 
and responsive vaccine development and 
deployment 


Carleigh Krubiner, Ruth Karron, Margaret Little, Anne 
Lyerly, Sonali Kochhar, Paulina Tindana, Ruth Faden, 
PREVENT Working Group(vax.pregnancyethics.org) 


Zika and Ebola have called attention to how emerging 
infectious diseases can uniquely and severely affect 
pregnant women and their offspring, highlighting justice 
issuesthat arise when pregnant womenareexcludedfrom 
vaccine research and development (R&D) and response 
efforts. The widespread exclusion of pregnant women 
from research activities not only unjustifiably denies 
individual women and their offspring the opportunity 
to benefit from vaccine trials in outbreaks but can also 
lead to broader exclusion of pregnant women as a class 
from the benefits of vaccines. To develop guidance, 
we convened a working group comprised of ethicists, 
public health practitioners, vaccine researchers, and 
maternal and child health specialists. We also conducted 
consultations with over 70 experts across these fields 
alongside in-depth literature reviews. 


The guidance highlights a vision for the future in which: 
pregnant women and their offspring have safe, effective, 
and accessible vaccines to protect against emerging 
epidemic threats; there is evidence on the suitability 
of many vaccine platforms in pregnancy; and pregnant 
women are unjustifiably not denied appropriate 
opportunities to participate in vaccine trials from which 
they may benefit. A set of concrete recommendations 
are put forth, focusing on: (a) Public health and science 
preparedness, (b) vaccine R&D, (c) vaccine deployment 
during outbreaks. 


Adequately addressing the interests of pregnant women 
in the development and deployment of vaccines against 
emerging pathogens is essential to mitigate the potential 
harms they and their offspring face in epidemics. It is 
also a matter of justice and respect. 


P20 (b): “You just want to talk less and start the 
treatment”: Perceptions of research during the 
2014-16 Ebola Crisis 


Lisa Scwartz, Elysee Nouvet, Ani Chénier, Oumou Bah 
Sow, John Pringle, Sékou Kouyaté, Sonya de _ Laat, 
Matthew Hunt, Nicola Gailits, Carrie Bernard, Lynda 
Redwood-Campbell, Laurie Elit 


The Perceptions and moral experiences of research 
conducted during the West Africa Ebola outbreak 
study (funded by Elrha’s R2HC) was inspired by ethical 
considerations widely debated at the time. We sought 
to understand whether and how international research 
ethics guidelines were enacted in light of urgency, 
speed and other (un)anticipated obstacles in the eyes 
of stakeholders. 


This qualitative study involved semi-structured 
interviews with a range of stakeholders about their 
experiences with Ebola research in Liberia, Sierra Leone, 
and Guinea. We present findings from 108 interviews 
with: a) West Africans who enrolled in Ebola clinical 
studies inside and outside Ebola treatment centres, b) 
international and West African research staff, c) civil 
society and government leaders in affected countries, 
and d) international and national research ethics board 
members. 


The themes included: tensions between treatment 
and research; confusion or lack of clarity contributing 
to moral distress; the complicated ideal of capacity 
building; obstacles to/creativity in enacting respect for 
persons; and study design and methodologies. 


Research stakeholders bring to their participation moral 
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lenses through which they evaluate studies. Attending 
to moral experiences of research in Particular contexts 
is essential to unpacking how notionally “universal” 
research principles resonate across national and cultural 
boundaries. Our analysis foregrounds perceptions 
and moral experiences of stakeholders: what these 
individuals on the front lines of research in a public 
health emergency with the backdrop of shattered 
healthcare systems, lived as ethically exemplary or 
morally troubling. 


ee 


P20 (c): The Zika vaccine: From Oxford University to 
Mexican communities 


Maria de Jesus Medina Arellano, Ana Gerogina Alba 
Betancour 


In 2015, the World Health Organization issued an alert 
regarding the transmission of Zika through mosquito 
bites. In November 2015, the Mexican Health Minister, 
confirmed the first case in the country. One of the 
biggest problems of the disease is that pregnant women 
who are infected with Zika, face the risk that the fetus 
may develop microcephaly and deformities. By February 
of 2017, 4,252 pregnant women in Mexico had been 
diagnosed with Zika, withthe most exposed part of the 
population being those with less economic resources. 


\ Mexican researcher working at the University of 
Ixford is developing a vaccine against the disease. The 
esearcher has expressed his desired that the vaccine is 
ised in Mexico. This paper will examine the inclusion 
n clinical trials of pregnant women diagnosed with Zika 
jirus from a global health ethics and justice perspective. 
Ne are also going to take into account the experience in 
Viexico of patent transfer,and study the options for the 
faccine to reach that part of the population that needs 
t the most. 


20 (d): A living laboratory? Ethics and 
xperimentality in humanitarian healthcare 
nnovation 


Natthew Hunt 


he 2010 Haiti earthquake has been described as a 
ving laboratory in which innovative technologies were 
sed by local and international organisations to assist 
jith search and rescue, relief coordination, and live 
lapping. In subsequent humanitarian crises, other 
mergent technologies have been used in efforts to 
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address population health needs during war, epidemics, 
and natural disasters, including drones, biometrics, 
telemedicine, and point-of-care testing, amongst others. 
While many humanitarian innovations are leading 
to improvements in care delivery, they also warrant 
attention regarding ethical norms that should govern 
their development and implementation. 


In this presentation, | examine the ethical implications 
of the experimental nature of technology innovation. 
| consider how humanitarian Organisations and their ~ 
technology partners should address the risks introduced 
by innovations, relationships that may be created or 
changed and other approaches that may be displaced. 


This analysis points to the importance of assessing links 
between an innovation and the ethical commitments 
of humanitarian organisations: ensuring oversight 
proportionate to the risks involved, evaluating and 
Sharing insights gained, and engaging with local 
communities. 


The description of humanitarian innovation as occurring 
in the living laboratory of crisis is suggestive. It points 
to the need to be ethically responsive to how values 
such as justice, respect for persons and communities, 
minimising harms, and promoting accountability are 
implicated by, and potentially challenged through, 
humanitarian innovation processes. 


eee eee 


GROUP P21: GENDER JUSTICE 
Venue: Community Medicine Demonstration Room1 
Time: 11.45 — 13.15 


P21 (a): Uterus transplantation and vulnerability: 
Implications for women in Muslim communities 


Hazar Haidar, Aliya O. Affdal 


In 2014, the first live birth after uterine transplantation 
(UTX) was announced following more than a decade 
of unsuccessful trials in Saudi Arabia, Turkey and other 
countries. This procedure is appealing for Islamic 
countries because it constitutes a way out for those 
women suffering from uterine factor infertility (UFI) and 
for whom adoption and surrogacy are legally prohibited. 
Moreover, the dominant cultural and_ religious 
background place a crucial value on genetically related 
children, which is offered through UTX. 
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Based on a conceptual normative analysis, this 
presentation will highlight the benefit that UTX will 
have in Muslim communities while raising ethical issues 
surrounding the vulnerability of women suffering from 
UFI. The implications of involuntary childlessness for 
women in Muslim countries are dramatic and can lead 
to more severe societal consequences. For instance, 
women are usually blamed for the infertility and can 
be ostracised and neglected by their family, which may 
result in psychological and physical trauma and marital 
instability. The fear of such consequences creates a 
sociocultural context, in which women become more 
vulnerable by not fulfilling their biological role and 
experience further pressure to do whatever it takes and 
to go through UTX to have a biological child. 


UTX is being conducted as a part of a Clinical trial 
in Lebanon and it is likely to be adopted and widely 
accepted in Muslim countries. Therefore, there is a need 
to put in place regulatory safeguards in order to avoid 
slipping into unknown paths that might cause harm to 
those vulnerable women. 


P21 (b): Menstrual Hygiene Management schemes 
in India: How fair and equitable? 


Daisy Dutta, Chhandra Chakraborti 


Menstrual health is a crucial issue for India due to various 
socio-cultural factors and its health implications are very 
serious. However, menstrual health does not feature 
very high on the public health priorities of India. 


A review of the relevant initiatives by the Government 
of India and the prominent NGOs show that they are 
more inclined to cater to economical vulnerability. The 
few schemes that GOI has for promotion of Menstrual 
Hygiene Management (MHM) among adolescent girls 
are mostly about the provision of sanitary napkins at a 
subsidised rate. Similarly, NGOs suchas Aakar Innovations 
and Jayaashree Industries are working to provide 
biodegradable sanitary napkins whereas organisations 
such as WASH United, USAID WaterAid etc. are trying 
to create awareness about sanitation and menstrual 
hygiene. There is relatively less emphasis on reaching 
out to women in socially vulnerable groups, such as 
women from some very remote villages, women with 
mental and physical disabilities, women from backward 
castes etc. The ethical issue here is that of social equity. 
This paper attempts to revisit the schemes and tries to 
shed some light on the gaps from the perspective of 
social justice. 


For the socially vulnerable groups, it is really challenging 
to manage their menstruation which eventually leads 
to health disparities. For the equitable distribution 
and utilisation of healthcare resources, these groups 
should have some provisions in the schemes. The paper 
attempts to contribute by providing some suggestions 
such as special sanitation facilities for women with 
disability, counselling programmes, strengthening local 
representatives, and educating adults. 


P21 (c): Exploring intersectionality as a policy tool 
for gender-based policy analysis: implications for 
language and health literacy as key determinants of 
integration 


Nancy Clark, Bilkis Vissandjée 


In 2002, Canadian immigration policy proposed the 
Immigration and Refugee Protection Act, allowing 
admittance to Convention Refugees regardless of 
education, language skill, or health status. To capture 
the consequences of changes in Canadian immigration 
policy among increasing number of refugees, gender- 
based analysis has become mandatory. 


Immigrants are expected contribution to meet labour 
shortages in Canada. However, immigrant women (of 
whom refugees are a subset) experience sustained 
inequalities, especially related to integration with the 
labour market. Economicintegration is a social dimension 
of health and one of the documented reasons related 
to differential access to education and language skills 
enhancement opportunities. 


The change in immigration policy engenders a variegated 
linguistic landscape with more than 250,000 immigrants 
arriving annually to Canada. Given that one’s native 
tongue has been shown to be associated with health 
and other types of literacy and that legislative structures 
do not systematically reflect language or health literacy 
as important intersections for immigrant integration, 
intersectionality as a policy tool was applied to 
settlement and health care policies in Canada. 


This presentation highlights the ethical challenges 
associated with the structural and political processes 
to promote social justice and integration commitments 
to settlement and healthcare policy. An intersectional 
lens can provide an analytic tool for understanding 
differential integration needs and access to resources 
for diverse refugee groups, thereby leading to more 
politically sensitive and inclusive policies. 
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P21 (d): Taking transgenerational health risks 
seriously: anethical defence of sex selection in the 
context of mitochondrial replacement techniques 


John B Appleby 


The use of sex selection for male embryos has been 
proposed as a method of ensuring that children created 
with mitochondrial replacementtechniques (MRT)donot 
transfer (maternally inheritable) serious mitochondrial 
DNA diseases to their offspring. Serious mitochondrial 
DNA diseases can cause considerable suffering and 
death. MRTs replace unhealthy mitochondria from 
an embryo or egg with healthy mitochondria from a 
donor embryo or egg, respectively. However, despite 
the use of MRTs, there is a risk that healthy individuals 
created with these techniques may remain carriers of 
these diseases and could potentially transmit them to 
heir offspring. The proposal to require the use of sex 
election in the context of the human use of MRT has 
deen criticised by some who view it as an attack on the 
Irimacy of procreative liberty. This Paper is an ethical 
Jefence of policies that mandate the use of male SEX 
election in conjunction with MRT. 


he paper has four parts. First, a scientific overview 
5 provided. Second, existing arguments for using sex 
election in this context are explained. Third, the central 
rocreative liberty-based objection against mandating 
he use of sex selection is explained. Fourth, | offer a 
lefence of sex selection based on the argument that 
_ is morally irresponsible for progenitors to “pass the 
uck” when it comes to addressing avoidable serious 
ransgenerational health risks. | argue that possible 
sses of procreative liberty that may result from 
1andatory sex selection are outweighed by the benefits 
f ending the transgenerational risks of mitochondrial 
isease. 


ROUP P22: GENDER IDENTITIES AND HEALTHCARE 


THICS 
2nue: Community Medicine Demonstration Room2 
me: 11.45 — 13.15 


22 (a): Hegemony of the “normal”: Healthcare 
scrimination against LGBTQIA in southern India 


nay Chandran 


je study is part of a project examining the discrimination 
ainst non-normative genders and sexualities in India, 
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which was hosted at Tata Institute of Social Sciences, 
Mumbai. The project examined discriminationin different 
areas/institutions. This Paper is a record of healthcare 
experiences and discrimination faced by lesbian, gay, 
bisexual, transgender, queer, intersex, and asexual 
(LGBTQIA) individuals in South India. The study contacted 
LGBTQIA people through groups and organisations 
already working with these issues. Free-flowing in- 
depth interviews were conducted. Interviewees were 
asked about their healthcare experience at various 
points of time in their lives. The study collected 180 
interviews. Preliminary analysis provides an intimate 
view of LGBTQIA experiences in medical institutions 
and at the hands of health professionals. Interviewees 
experienced reactions ranging from disinterest and 
disapproval at every level of the institution, right up 
to sexual harassment and violence. They also relate 
instances of what they considered good practice 


Allopathic medical professional opinion has a hegemonic 
status in Indian medicine, particularly in the treatment 
of illness among non-normative genders and sexualities. 
Both medical texts and professional practice tends 
towards seeing the normative gender binaries and 
heterosexuality as requiring constant reinforcement. 
The effect of these beliefs is an enactment of personal 
prejudice and violence on the bodies of lesbian, gay, 
bisexual, transgender, queer, intersex, asexual (LGBTQIA) 
and other communities. 


ee 


P22 (b):Salutem cura impedimenta: Healthcare 
experiences of non-conforming sexual orientations 
and gender identities youth in South India 


Anurag P Nair, Vinay Chandran 


The project is an exploratory study of discriminations 
faced by people of non-conforming sexual orientations 
and gender identities. It documented discrimination 
faced in many areas including public spaces, education, 
housing, and healthcare access. This paper explains the 
healthcare experiences, discriminations, and barriers 
to healthcare access faced by lesbian, gay, bisexual, 
transgender, queer, intersex, and asexual (LGBTQIA) 
youth in South India. 


LGBTQIA people and youth were contacted through 
various organisations working with queer populations 
throughout South India. In-depth interviews were 
conducted about the challenges and discriminations 
faced while accessing healthcare. 


The project collected a total of 180 interviews with 
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LGBTQIApeople. Preliminaryanalysisprovidesanintimate 
view of LGBTQIA youth’s mental health status, obstacles 
to accessing healthcare, their experiences in medical 
institutions, treatment from health professionals, and 
perceived good medical practice. Interviewees report 
experiences of apathy, infantilisation, forceful and non- 
consensual treatment, bullying and abuse. Familial and 
societal expectations require LGBTQIA youth to conform 
to cis-heteronormative ways of life. Medical professionals 
bear a huge responsibility for how parents or guardians 
of LGBTQIA youth view their gender or sexuality. Lack 
of agency contributes to the youths’ inability to access 
proper healthcare. This has a profound effect on their 
mental health and their psychological developmental 
processes. 


P22 (c): Bioethical considerations of intersex case 
management: Exploring the Indian context 


Arpita Das 


Should bioethical considerations differ across different 
contexts? | explore this through my focus on intersex 
case management in India. 


Intersex variations problematise simplistic and binary 
delineations of sex and gender. These may range from 
atypical characteristics of external genitalia, internal 
reproductive organs, chromosomal or hormonal levels. 


Through twenty one-on-one ethnographic interviews 
across seven cities, across a range of public and 
private hospitals, with medical doctors from different 
specialisations, | analyse the various factors that guide 
medical professionals to make decisions around the 
gender assignment of intersex children in India. 


Also known as disorders of sex development (DSD), 
there are a vast range of factors that guide doctors’ 
decisions regarding gender assignment. While some of 
these decisions may be guided by medical knowledge, 
various socio-cultural reasons—such as overriding son 
preference and silence around sexuality—often guide 
not just families’ but also doctors’ ideas about intersex 
children’s gender assignment. 


Interventions related to gender assignment including 
surgeries and hormonal therapies implicate a range of 
bioethical questions related to consent, and the necessity 
for such interventions. Within a socio-cultural context 
such as India, these factors are further accentuated by 
the silence around sexuality in general, power dynamics 
between doctors and patients, and invisibility of 


intersex people and their voices in general. | analyse the 
bioethical considerations specific to India, stressing the 
need for conversations between medical professionals, 
sexuality rights activists, families of intersex people, and 
intersex adults. 


P22 (d): Female genital cutting and the ethics of 
care: Community engagement and respectful care at 
the interface of migration experiences 


Bilkis Vissandjée, Zenab Sangare 


Female Genital Cutting (FGC) anchored in a complex 
socio-cultural context becomes significant atthe 
interface of access to health and social services in host 
countries. The practice of FGC at times, understood as a 
form of gender-based violence, forms part of culturally 
engrained traditions with complex meanings calling 
for ethically and culturally sensitive health and social 
service provision. FGC practice needs to be addressed 
as a global public health issue with complex legal and 
ethical dimensions which impacts the ability to access 
services, far beyond gender sensitivity. 


The ethics of terminology will be discussed, and an 
overview of international policies will be provided. 
An ethical lens will be applied to the medical, nursing 
and social work practices around FGC among migrant 
populations in receiving countries. | Illustrative examples 
will be provided with a focus on Western countries and 
a specific emphasis on Canada. 


We argue that socio-cultural determinants such 
as ethnicity, migration, sex and gender need to be 
accounted for as integral to the social construction of 
FGC. Working partnerships between the public health 
sector and community-based organisations with a 
true involvement of women and men from practising 
communities will allow for more sensitive and congruent 
clinical guidelines. In order to honour the fundamental 
principles and values of medical ethics and tenets of 
social justice, socio-cultural interactions at the interface 
of health and migration will continue to require proper 
attention. It entails a commitment to recognise the 
intrinsic value and dignity of girls and women. 
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P22 (e): Navigating intersections of ethics, legality, 
and gender in female genitalmutilation/cutting: A 
scoping review 


Anwesha Pathi, Bilkis Vissandjée 


It is acknowledged that substantial research has been 
done highlighting the ethical and legal aspects of female 
genital mutilation/cutting (FGM/C).Nonetheless, current 
estimates of the prevalence of FGM/C practices indicate 
that the efforts have not reached their designated and 
desired outcomes. A scoping review is adopted to map 
Dut the relevant literature and to explore overlaps 
and intersections of ethical, legal, and gender related 
onsiderations of FGM/C and their implications for 
etter healthcare andthe more complex issues of health 
quity and social justice. Boolean phrase logic sensitive 
O each selected database, screening foreligibility with 
egards to selection criteria, and primary reading of 
hortlisted records were performed. 


nabling an intersectionalsynchrony to simultaneously 
ddress various aspects revolving around the practice 
fFGM/C, with detailed emphasis oncore ethical, legal 
nd gender-related questionsassociated with such 
ractice is essential, given the multiplicity of actors 
ny attempt to engage with FGM/C, be it in the arena 
f healthcare provision,academic research, policy 
ormulation or advocacy should necessarily be prefixed 
itha prima facie acknowledgement of all possible 
thical, legal and gender-relatedaspects of FGM/C by 
1e respective stakeholders.A wholesome combination 
fintersectional reflexivity in practice and synergy in 
ction would enable socially just redressal of the plight 
F girls and women who have undergone any type of 
3M/C aswell as the ones who comprise the at-risk 
9pulation of such practices. 


ROUP P23: MATERNAL HEALTH AND ETHICS 
2nue: 2nd Floor Lecture Hall (old) 
me: 11.45 — 13.15 


3 (a): The use of contraception in forensic 
ychiatric contexts 


rah Focquaert, Kristof Van Assche 


e discuss whether it can ever be ethically permissible 
temporarily mandate female patients in secure 
‘ensic psychiatric hospitals or long-term care facilities 
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to use contraception. According to the United Nations 
Convention on the Rights of Persons with Disabilities, 
all persons with disabilities are entitled to the full and 
equal enjoyment of all human rights and fundamental 
freedoms, and respect for their inherent dignity. 


Patients detained in forensic facilities have a right to 
procreation and a right to retain their fertility on an 
equal basis with non-detained individuals. At the same 
time, society has a duty to protect the rights of children 
and to maximally prevent the suffering of vulnerable 
individuals. According to the Belgian Law on Patients’ 
Rights, all patients, including forensic patients, have the 
right to refuse treatment. Coerced medical treatment 
can only be considered if there’s an immediate and 
serious risk to the life or health of the patient or others. 
Should the rights of children extend to future children if 
and when there is a high risk of future suffering? 


If the future mother will be unable to care for her child 
due to her long-term detainment ina forensic facility and 
the child will become a ward of the state immediately 
after birth, do we have sufficient reasons to prevent the 
suffering that will most likely result? In sucha situation, 
should wellbeing of the future child temporarily trump 
one’s right to procreation? If yes, on which basis can 
such a decision be made? 


rr err ee ee DS He ge Lil, 


P23 (b): Women’s obstetric autonomy in rural China: 
Reflections on the “Yulin pregnant woman jumps to 
death” incident 


Li Xiaojie 


On August 31, 2017. Ma Rongrong, a 26-year-old 
pregnant woman, jumped from the labour room of a 
hospital in Yulin, Shanxi province. The alleged reason 
for her death was the repeated rejection by the hospital 
of her request for a caesarean section. This tragedy 
exemplifies the lack of women’s obstetric autonomy 
in rural areas of China. Forced compliance with family 
wishes in this incident raises profound issues of patient 
autonomy, respect for women’s rights, and also unfair 
distribution of medical resources in China. 


This paper defends the presumption of medical 
autonomy in the context of childbirth, drawing on the 
Yulin incident to show how women’s medical autonomy 
is disregarded during labour, giving precedence to 
family wishes. | explore the incident from the following 
perspectives: the unique cultural background of western 
China; the unequal distribution of medical resources; 
the tense relationship between physicians and patients: 
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the failure of hospitals to keep up with reforms in 
Chinese law which has moved from a predominantly 
paternalistic approach to a more patient-centered one. It 
is important to recognize and respect the woman’s right 
to make independent decisions and to ensure this right 
is respected by all involved parties. Limited literature 
can be found related to women’s obstetric autonomy 
in China. This paper tries to explore the “Heaith for all” 
and “Gender and sexuality in bioethics” issues in China. 


P23 (c): Ethical concerns in maternal health services 
in Bangalore: Reflections from the field 


Asha Kilaru, Kropp N, Meghana Naidu,Varsha Shridhar, 
Sudha Nagavarapu 


As an NGO addressing the right to respectful and 
evidence-based maternal and newborn healthcare, 
various ethical issues emerge from our activities 
with women from a range of economic backgrounds. 
Observations from three activities are presented: 1) A 
study of obstetric referrals to a large, public hospital 
conducted by the Society of Promotion of Action and 
Development (SPAD) and funded by OXFAM; 2) A pilot 
project in an urban PHC to explore the feasibility of a 
private sector nurse functioning as a breastfeeding and 
health education counselor; 3) social media and email 
communication platforms on pregnancy concerns, and 
help in decision-making on doctor and hospital choice. 


The obstetric referrals study revealed that they occurred 
after the onset of labour in over 90% of the women, 
without adequate documentation or appropriate 
provision of transport. Women reported emotional stress 
and high cost of care, with those travelling over 50km 
being three times more likely to experience a stillbirth 
or neonatal death. In the breastfeeding counseling pilot, 
ethical issues were related to poor quality of care — high 
patient volume, unmet medical needs, and little time for 
health education. Social media communication revealed 
a range of ethical issues from unconsented procedures 
to false information and disrespectful treatment. In 
a poorly coordinated urban health system such as 
Bangalore, inappropriate obstetric referrals can violate 
safety and create psychological, medical and financial 
harm. Upstream at the PHC, poor quality and high 
volume funnel women into these referral patterns and 
do not address their basic needs. Some of these ethical 
concerns of too-little-too-late, too-much-too-soon find 
parallels among higher-income women in the private 
sector, as evidenced in social media communication. 


P23 (d): Cross-border medically assisted 
reproduction and the right to know one’s genetic 
origins 


Vardit Ravitsky 


The use of donor sperm or egg for reproduction raises 
the issue of the right of donor-conceived individuals to 
know their genetic origins. In this talk, | will argue in favor 
of acknowledging such a right and explore the challenges 
that cross-border medically assisted reproduction 
would raise in relation to it. | will first explore possible 
justifications for such a right by discerning its possible 
conceptual and empirical foundations. | will describe 
some key ethical and policy implications of the removal 
of donor anonymity. | will then argue that novel 
technologies such as mitochondrial replacement and 
gene editing raise new concerns in this area and may 
expand the scope of such a right. Finally, | will argue 
that while many barriers to accessing information about 
genetic origins already exist at national levels, cross- 
border medically assisted reproduction may exacerbate 
a reality in which many individuals conceived through 
third-party participation are deprived of information 
that may be crucial to their future well- being for medical 
or psycho-social reasons. 


GROUP P24: ETHICAL ISSUES IN ASSISTEDREPRO- 


DUCTIVETECHNOLOGIES 
Venue: Biochemistry Demonstration Room1 
Time: 11.45 — 13.15 


P24 (a): Creating infertility: a political economy of 
the subaltern ART market in India 


Rakhi Ghoshal, Bronwyn Parry 


When the assisted reproductive technologies (ARTs) 
entered the Indian market in the 1980s, the field offered 
an exclusive space to affluent reproductively challenged 
persons. The market remained dichotomised for a 
long time: the affluent was the clientele, and the poor 
lingered as peripheral figures, albeit important, in their 
role as sellers of bodily tissues and reproductive labour, 
particularly to the former. Since the services were 
steeply priced, it was presumed that the poor could not 
become buyers in this space. 


Over time, the impetus of investors to increase their 
profits—coupled with a trickling down of information 
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about the success of these technologies and the 
deep-seated desire for a biologically related child— 
circumscribed the poor as well. This led to the ART 
narket eventually expanding into the suburbs and rural 
reas. As the market expanded, its contours changed in 
aradoxical and contradictory ways. 


\Wellcome Trust—funded four-year studyunpackedthese 
lynamics to show how beneficiaries in the subaltern-ART 
pace are compelled to access a systemically flawed and 
thically compromised knowledge—expertise repository. 
Ising qualitative data from the field, the paper illustrates 
ow this market, instead of ameliorating infertility, ends 
p producing it. 


he prototype subaltern-ART clinic is “dangerously 
iclusive”, generating ill-informed and incorrect decision 
laking, violating patient rights at multiple steps, and 
dding to the national infertility burden. The circulation 
F a dualised cultural economy of despair and hope 
nong the subaltern population reconfigures the 
2sire for a biological child and renders complicated the 
ibaltern woman’s right to reproduce. 


a . 


24 (b): Rethinking parenthood in assisted 
productive technology in Nigeria 


nisola O. Akintola, Olohikhuae O. Egbokhare 


ere is an innate desire to reproduce in human beings, 
th most people desiring to produce a child “in their 
/n image and likeness”. Formerly, when this was 
possible, aspiring parents often resorted to adoption. 
day, with the development of assisted reproductive 
-hnologies (ARTs), “families may be formed by means 
commercial exchange of reproductive goods and 
vices...” and not necessarily relationships. Thus, 
Ts have altered the perception of parenthood as it 
5 existed in Nigeria and courts in Nigeria will have an 
hill task defining parenthood within the convoluted 
al system. Although ARTs provide greater individual 
ices for fulfilling the desire to procreate, they raise 
umber of ethical and legal issues that evolving legal 
tems, such as ours, are ill equipped to manage. 


S paper describes the traditional assignment of 
enthood under indigenous laws and other sources 
jaw within the Nigerian jurisprudence. It proposes 
ew legal policy regarding parenthood by examining 

concerns of family, inheritance, succession, 
ionality, and citizenship, to name a few of the issues 
t ART raises. An in-depth study of the Nigerian 
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legislative framework revealed that there are no laws 
directly regulating parenthood, procreation, and new 
reproductive technology in Nigeria. Further, the extant 
laws that are tangentially related do not sufficiently 
answer the relevant questions. This paper concludes 
by highlighting the need for a regulatory framework‘on 
ARTs with particular focus on Providing a definition for 


Parenthood in ARTs in Nigeria and also recommends 
same. 


ge 


P24 (c): Timing fertility: A comparative analysis of 
temporality constructions and the social practice of 
egg freezing in Germany and Israel [Over skype] 


Nitzan Rimon-Zarfaty 


Social egg freezing” (SEF) has introduced to healthy 
women the possibility of cryopreserving their oocytes 
in order to prolong their fertility. This practice provoked 
ongoing bioethical debates on the social and ethical 
implications involved. In this paper, | aim to extend 
our understanding of the concept of “freezing” while 
analysing related temporality dimensions. SEF constitutes 
a fascinating paradigm for studying dimensions of time 
and gender as it is a technological attempt to stop 
women’s “biological clock”. 


Based on 26 semi-structured interviews with Israeli and 
German experts conducted in 2016-17 and analysed 
using grounded theory method, this paper compares 
positions and temporal constructions related to SEF cross 
culturally. My findings suggest that SEF is controversial 
in both countries, while highlighting debates regarding 
the medicalisation of women’s bodies. In Israel, the 
controversy revolves around the legitimation of SEF as 
potentially giving women new opportunities also in the 
labour market and is negotiated as a form of family/ 
reproductive planning. In contrast, in Germany, SEF 
is controversially discussed in the context of the (de) 
legitimation of late motherhood and raises concerns 
around reproductive procrastination. Findings are 
further discussed in relation to the concepts of (re) 
productive and clinical labour and the gendered power 
relations influencing relevant temporal constructions. | 
therefore claim for the relevance of the time dimension 
to the connection between reproduction, labour, and 
gender. | conclude by highlighting the role of temporality 
for ethical reasoning in reproductive medicine and the 
contribution of empirical, culturally sensitive study of 
reproductive temporalities to the particularisation of 
bioethics. 
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P24 (d): Social egg freezing in urban India: Who 
benefits and at whose cost? 


Priya Satalkar 


Cryopreservation of oocytes is a fertility preservation 
technique recommended for women undergoing 
treatments that adversely affect reproductive potential. 
In recent years, this technique has been made available 
to young women as an empowering technology that 
promises a birth of a healthy biological child inlater age 
pregnancy. This technology, commonly known as social 
egg freezing, is becoming popular in urban India. 


Social egg freezing is a highly contested technology. 
It not only exposes fertile women to invasive and 
cumbersome procedures of ovulation § induction 
and oocyte retrieval but also gives them false hope 
of a healthy and biologically linked offspring at an 
advancedage. Though the technology is often soid as 
“insurance” for a healthy biological child, the success 
rates are rather low. Furthermore, in Indian society 
where fertility is highly valued, in vitro fertilisation 
(IVF) experts have the perfect setting to create a 
demand for technology thatcan reduce the “stigma” of 
childlessness. However, this reinforces the importance 
of biologically linked kinship and compels young women 
to use thistechnology to safeguard themselves against 
age-related fertility decline. 


This paper critically examines the rhetoric of women’s 
empowerment through social egg freezing and argues 
for all-inclusive societal debate on promotion of this 
technology. It aims to describe the role IVF experts 
in urban India play in promoting this technology and 
creating a potential market for it. Data collection for this 
qualitative research began in June 2018. The preliminary 
findings of in-depth interviews with IVF experts are 
presented at conference. 


P24 (e): Remaking motherhood: MRT and alterity in 
maternal relations 


Catherine Mills 


For a long time, it has been understood that all human 
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offspring have two genetic progenitors, who could be 
considered parents by virtue of that genetic connection. 
Mitochondrial replacement therapy (MRT) challenges 
that presumption, since it involves the use of genetic 
material from three people in the creation of embryos. 
Consequently, there has been much discussion about 
whether the offspring of MRT arrangements are justly 
thought of as ‘3-parent’ babies. The UK has dealt with 
this by stipulating that egg donors in MRT arrangements 
are not genetic parents even though they contribute 
mitochondrial DNA to offspring. This is interesting since 
while it has long been recognised that being a genetic 
progenitor is not necessary to establish legal parenthood 
(as in adoption), it is something else to suggest that 
being a genetic progenitor is not sufficient to establish 
genetic parenthood. 


My aim in this paper is to consider the implications of this 
for thinking about geneticparenthood more generally, 
and genetic motherhood in particular. | argue that the 
legal cleavage of maternal relationships achieved in 
the UK regulation of MRT reflects a broader problem of 
the legal regulation of the co-option of the bodies and 
biological materials of others in reproductive projects. 
Further, it deals with this in a way that exteriorises and 
obscures the contribution of otherness in reproduction 
or generation. In effect, the UK regulation remains bound 
to a heteronormative imaginary in the very process of 
making legally permissible a technology that challenges 
the heteronormative family structure. 


GROUP P25: ETHICAL ISSUES IN STEM CELL RE- 
SEARCH AND THERAPY 

Venue: Biochemistry Demonstration Room2 
Time: 11.45 — 13.15 


P25 (a): Portabolomics and responsible innovation: 
Challenging potential inequalities of opportunity in 
benefitting from synthetic biology 


Ken Taylor, Simon Woods 


Synthetic biology has been described as a transformative 
technology that will tackle global challenges relating 
to health, energy and food production. One of the 
means proposed to improve human health is to harness 
genetically engineered bacteria to manufacture useful 
molecules, say for pharmaceuticals. However, if 
synthetic biology is to deliver on the promises made 


for it, then commercial-scale Production will require 
cheap sources of food for the engineered bacteria. A 
business model whereby the research, and the profit 
derived from it, remains largely in the global North 
while commercial production is sited in the global South 
may well be emerging; depriving developing economies 
of knowledge, skilled jobs and, potentially, access to the 
(probably expensive) pharmaceutical products. 


The commercial exploitation of such technology has, 
though, been slower than forecast. This is often due to 
the time and effort needed to overcome the difficulty 
of moving from laboratory-scale to commercial-scale 
production. The Portabolomics project aims to address 
this rate-limiting step by developing the means of 
designing a portable genetic “circuit” that can be 
easily moved between bacterial species. Work on the 
Portabolomics concept includes a commitment to a 
Responsible Research and Innovation agenda. In this 
paper, we will discuss howthe hoped-for simplification of 
engineering commercially useful bacteria might enable 
a more equitable global distribution of any benefits 
from synthetic biology. We also raise the question of 
Nhether “Responsibility” requires that technologies 
such as synthetic biology, and its products, are made 
accessible to all economies. 


Sanaa sree 


225 (b):Patienthood, participation, and 
‘Onsumption in the digital era: Direct-to-consumer 
narketing of experimental stem-cell therapies 


‘onja Erikainen, Sarah Chan 


the “digital era” of informatics, social media, and global 
iterconnectivity, new forms of biomedical research 
nd commercial healthcare have emerged. These 
oreground and further propel broader global changes 
round patienthood, research participation, and health 
onsumption contextualised by globalised biomarkets 
nd commoditised medicine. Patients, participants, and 
onsumers are no longer passive recipients of expert 
nowledge and services, but active agents in biomedicine 
nd healthcare, shaping knowledge production and care 
rovision in significant but often underappreciated ways. 
heir agency underscores the blurring roles of “patients”, 
Jarticipants”, and “consumers” in digitally mediated 
obal societies and highlights the need to rethink 
nventional bioethical boundaries and categories. 


cemplary of this are direct-to-consumer online markets 
oundemerging, experimental biotechnologies and pay- 
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to-participate clinical trials. We undertook qualitative 
content analysis of experimental stem-cell therapy 
advertisements online, purchased by large numbers 
of international patient consumers despite insufficient 
evidence of effectiveness and safety. Orthodox medical 
authorities internationally judge these therapies as 
dangerous and risky and the consumers who pay for 
them as uninformed. Patients themselves, however, 
defend their right to choose and consider the risks 
worthwhile. Their decisions and differing perceptions of 
“risk” highlight the significance of knowledge pluralism 
and conceptual tensions enacted via global digital 
media. 


We argue that bioethical analysis must rethink/ 
reconstruct the concepts (and roles) of “patients”, 
“participants”, and “consumers” as well as “risk” for 
ethical analysis to remain relevant in the digital era. 
This reconceptualisation is central to understanding and 
appropriately responding to the implications of digital 
era changes in globalised research and healthcare. 


SUERESIEEEEEnenar rer eS 


P25 (c): Stem cell registries, innovation, and conflicts 
of interest 


Wendy Lipworth, Tereza Hendl, lan Kerridge,Tamra 
Lysaght, Megan Munsie, Cameron Stewart, Catherine 
Waldby 


Clinical registries are data bases used to monitor the 
“real-world” outcomes of medical interventions. In 
recent years, the possibility of collecting registry data 
has been used to justify the introduction into practice of 
“unproven” uses of adult stem cells (eg to treat various 
degenerative diseases). While developing registries to 
gather data on unproven interventions may offer some 
value, there are signs that many of these registries have 
not been designed with the public interest in mind or 
to genuinely advance scientific knowledge. It is crucial, 
therefore, to find ways of distinguishing between 
legitimate registries and those that have been designed 
to serve the commercial interests of Operators. 


We synthesised information about stem cell registries, 
examining their stated and implied purposes, methods 
and governance systems. We compared a_ well- 
established, publicly funded stem cell registry (the 
International Bone Marrow Transplant Registry) with 
smaller stem cell registries that are being established in 
the private sector. 


There are clear differences in how different registries are 
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justified, managed, used, and governed. Many privately 
funded registries are touted as alternatives—rather than 
as supplements—to robust clinical trials and are run in 
ways that are antithetical to the public interest and lack 
scientific rigour. 


Bioethicists need to focus on the impact of commercial 
imperatives on biomedical innovation so that a balance 
can be struck between promoting innovation and 
ensuring that that such innovation is beneficent and 
prudent. 


P25 (d): The capitalisation of desperation and hope: 
Investigational stem cell therapy in India and the 
question of bioethics 


Priya Ranjan 


Stem cell technology—still in the early stages of 
development—claims to have the potential to provide 
effective therapy for many serious degenerative medical 
conditions. This biomedical claim is based on the stem 
cells’ exceptional quality of renewing different kinds of 
damaged tissues in the body. In recent years, India has 
emerged as an important centre in the field of stem cell 
research and therapy. Many private hospitals and clinics 
in India are actively marketing ‘investigational’ stem 
cell therapies for a number of degenerative medical 
conditions, though the therapeutic safety and efficacy 
of this technology are still being debated. The main 
objective of this paper is to engage with the question of 
bioethics in the context of the unregulated proliferation 
of ‘investigational’ stem cell therapies in India. 


The proposed paper argues that the main factors leading 
to aspurt in stem cell research and therapy in India is the 
rapid growth of an unregulated Assisted Reproductive 
Technologies industry that has ensured an unhindered 
supply of human embryos and gametes for stem cell 
research; lack of serious debate in civil society over the 
use of human embryos in scientific research; the lack of 
a legally binding regulatory framework; and active state 
Support and promotion of stem cell research. In the 
context of increasing privatisation of healthcare services, 
many private hospitals capitalise on the desperation of 
chronically ill patients, who pay huge amounts of money 
in the hope that therapy might improve their debilitating 
physical conditions. 
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P25 (e): Epigenetic discrimination: Emerging uses of 
epigenetic tests and limitations of policies against 
genetic discrimination 


Charles Dupras, Linggiao Song, Katie M. Saulnier, 
Yann Joly 


Over the past 25 years, various policies have been 
adopted worldwide to restrict the use of individual 
genetic information for non-medical reasons, and 
prevent “genetic discrimination”. In this presentation, 
we will bring attention to the growing interest of insurers 
and forensic scientists in acquiring individual epigenetic 
information, and question whether such interest could 
lead to “epigenetic discrimination”—the differential 
adverse treatment or abusive profiling of individuals or 
groups based on their actual or presumed epigenetic 
characteristics. Epigenetics is “the study of changes in 
gene function that are mitotically and/or meiotically 
heritable and that do not entail a change in DNA 
sequence”. Over the past decades, many diseases (eg, 
cancers, cardiovascular diseases, neuropsychological 
disorders) have been associated with the disruption 
of epigenetic mechanisms (eg, DNA methylation 
patterns). Epigenetic tests may soon provide predictive 
information about an individual’s disease risk profile, 
and/or previous exposure(s) to physico-chemical (eg, 
toxic pollutants, tobacco smoke) or psychosocial (eg, 
social adversity) disruptors of epigenetic mechanisms. 
In this presentation, we will first highlight some 
similarities and differences between genetic and 
epigenetic modifications, as well as between genetic 
and epigenetic discrimination. Second, we will show 
that most existing normative approaches and regulatory 
frameworks against genetic discrimination fall short in 
providing oversight into the field of epigenetics. Third, 
we will stress conceptual and practical challenges to 
regulating epigenetic discrimination. We will conclude 
with a call for broader discussion on the issue, and the 
development of comprehensive and forward-looking 
preventive strategies against biological discrimination. 


SEES GES Bt ke a er 
GROUP P26: ADVANCES IN BIOETHICS THINKING — 2 


Venue: Pathology Demonstration Room1 
Time: 11.45 — 13.15 


0S 


P26 (a): Justified paltering within clinical contexts: 
Insights from African moral theory? 


Cornelius Ewuoso 


Paltering occurs when one avoids answering questions 
truthfully, instead stating other truthful fact(s). Existing 
studies argue that paltering is akin to deception, since “it 
involves making true statements with the active intention 
of creating false impression”. Thus, paltering is never 
justified in clinician-patient relationship. Deceptions 
can destroy fiduciary relationships while truthfully 
answering patient’s questions will enhance respect and 
patient’s shared decision-making capacity. This is the 
“reasonable patient standard” of information disclosure 
set in Canterbury vs Spence. This standard states that a 
ohysician must disclose all material information which 
could influence a reasonable patient/person or may be 
-onsidered important by a patient. Failure to disclose 
such information constitutes professional negligence. 


This study proposes a different framework—drawing 
nsights from the African (Ubuntu) moral system—for 
valuating paltering. Following a specific interpretation 
f Ubuntu philosophy, which defines actions as right 
f they promote friendliness based on goodwill, and 
vrong, insofar as they encourage ill will, | argue that 
altering need not imply “active intention to create 
alse impression”; that it is a justified non-disclosure 
trategy when, and only when, its purpose is to enhance 
riendliness or avoid “unfriendly” acts such as harm to 
atient. 


ollowing this, there is no obligation to “always” 
‘uthfully answer patient’s questions. Lying, however, is 
ever justified. | shall distinguish paltering from lying or 
ther forms of deception. This project aligns with the 
cus Of the14th World Congress of Bioethics on the 
Obal south by providing insights, grounded in African 
leory, for overcoming ethical issues around truth- 
ling within clinical contexts. 
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P26 (b): Indigenous health ethics: A call to action 
Candice McKenzie, Dominique E Martin 


Indigenous cultures are known to be grounded in 
complex worldviews, rich in knowledge and guided by 
value systems aimed at supporting communities to live 
in harmony with the broader environment. In Australia, 
the importance of respecting indigenous cultures, 
knowledge and values is increasingly recognised in 
the context of public health research and responses 
to environmental issues. However, the bioethical 
frameworks and concepts used in the education of health 
professionals and evaluation of ethical issues in health 
policy and practice in Australia are limited to the familiar 
theories of Western European and North American 
philosophers such as Aristotle, Mill, Kant, Beauchamp 
and Childress. Indigenous cultures are considered in the 
context of potential barriers to communication, or social 
Practices which may influence healthcare decision- 
making, not as a potential source of guidance in ethical 
decision-making. 


Despite persisting gross inequities in the health outcomes 
of Aboriginal and Torres Strait Islander communities 
and a long history of ethically contentious public health 
interventions in these communities, bioethics scholars 
have largely failed to engage with the ethical knowledge 
of these communities. 


This failure contributes to the sustained 
disenfranchisement of indigenous peoples in Australia 
and neglects a valuable source of knowledge that could 
greatly enrich the field of bioethics and contribute 
to resolution of complex issues impacting human and 
environmental health in Australia and internationally. 
We describe here the gap in bioethics that might be 
filled by the development of indigenous health ethics, 
outlining steps to be taken and exploring the potential 
impact of success. 


a  nnsenessnsteinteecepineeneeeee 


P26 (c): Philosophy and Ethics, East and West: 
Aristotle and Patajfijali 


Paul Macneill 


The aim in this paper is to take two figures, one from 
the “East” and one from the “West”, as a means for 
teasing out differences and commonalities between 
“Indian” and “Western” approaches to ethics. | have 
chosen Aristotle, as an ancient Greek philosopher 
concerned with ethics and politics, who has had a recent 
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resurgence of interest in the West; and Patanjali as the 
author of the Yoga Sutras, an ancient Indian text which 
has been translated into about forty Indian languages 
and is now gaining interest in the West. This paper will 
analyse their major texts—Aristotle’s Ethics and Politics, 
and Patanjali’sYoga Sutras—as well as commentaries 
on these texts over time, to discern differences and 
commonalities in approaches to ethics from “Indian” 
and “Western” perspectives. 


What emerges from both Aristotle and Patanjali is the 
importance of telos [OED: end, purpose, ultimate object 
or aim]. For Aristotle telos is expressed as eudaimonia 
(the highest human good) and for Patanjali as samadhi. 
In other words, ethics, in both systems, is expressed in 
terms of a goal or telos. This leads to a discussion of 
the discrediting and loss of purpose (ultimate aim) in 
our Western postmodern times, which—| claim—is an 
impoverishment of ethics. As a consequence, we (in the 
West) have much to learn from India. 


P26 (d): An analysis of the concept of solidarity from 
a Dutch and Japanese perspectives:solidariteit and 
kizuna 


R Broekstra,ELM Maeckelberghe, JL Aris-Meijer, S Ot- 
ten, RP Stolk, A Kogetsu,K Kato 


The concept of solidarity recently (re)emerged as “new 
kid on the block” in bioethics. The question is how this 
concept can be understood in a global perspective as 
it is intended to be a moral basis for medical research 
systems, donation systems, and learning health systems. 
This necessitates an intercultural analysis of the concept 
of solidarity. To this end, we explored the common 
ground between understandings in Western Europe and 
East Asia. 


We started our ethical inquiry with an examination 
of the Dutch concept of solidariteit and the Japanese 
concept of kizuna. Subsequently, we disentangled these 
understandings and confronted them with each other, 
particularly on reciprocity as key aspect of solidarity. 
Lastly, we explored how these insights would impact the 
biomedical practice of (non)participation in solidarity- 
based systems. 


Our analyses revealed that the understandings of 
solidarity found common ground in the similarity or 
Spiritual bond in a relevant context with other human 
beings in participation as well as non-participation in 
these systems. Although most aspects of solidarity were 


similar, we found differences with respect to the principle 
of reciprocity. While the concept of kizuna focused 
commitments on the level of the collective, solidariteit 
would take into account mainly commitments on the 
personal level. 


It is important to acknowledge these differences in 
reciprocity on a collective and individual level while 
striving for “health for all in an unequal world” in order to 
prevent derogation of diversity in the name of equality. 


P26 (e): Ethical and legal issues associated with 
ancillary care provision in female adolescent sexual 
and reproductive health research in South Africa 


Theresa Burgess, Rennie S, K Moodley 


Adolescent sexual and reproductive health rights are 
distinct from those of adults, and adolescents also differ 
from adults in the biological and social aspects of sexual 
and reproductive health. However, adolescents are 
often managed as part of health systems designed to 
deliver healthcare services to adults. This may result in 
potential vulnerabilities relating to access, acceptability, 
and adherence to health care services. 


Although some argue that healthcare and research 
are conceptually distinct entities, in resource-limited 
settings, researchers often need to respond to the 
healthcare needs of research participants. Ancillary 
care provision is therefore an important component 
of ethically responsible health research and may allow 
vulnerable groups in poorly resourced areas to access 
care that may be otherwise unavailable or inaccessible 
to them through local health systems. 


While there is a growing body of empirical evidence for 
ancillary care obligations for adult research participants, 
there is little conceptual or empirical evidence describing 
the interplay between ethical and legal issues that impact 
on the provision of ancillary care to female adolescents 
taking part in sexual and reproductive research. 


The provision of ancillary care may have potential 
implications for standard of care, especially in relation 
to the accessibility and availability of adolescent-friendly 
services at research sites in comparison to public health 
services. Further investigation of potential ethical and 
legal issues that may be in conflict is needed to ensure 
appropriate guidance to researchers and research ethics 
committees. 
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GROUP P27: MEDICAL ETHICS CURRICULUM 


Venue: Pathology Demonstration Room2 
Time: 11.45 — 13.15 


Se 


P27 (a): Nurturing the value of “respect for persons” 
in (inter-) professional identity formation of 
nealthcare students 


calvin W. L. Ho, M. Kamala Devi, Christine Bee-Choon 
leng 


The ethical principle of “respect for persons” is the 
cornerstone of professionalism for nursing, pharmacy 
ind medical professions. It underscores not only 
he relationship between healthcare provider and 
yatient, but also the collaborative practice between 
arious team roles that delivers patient or population- 
entred care. Quality care requires every member of 
_patient’s healthcare team to be committed not only 
oO professionalism, but also to mutual respect and 
eciprocity. However, effective collaboration depends 
nN a number of pre-conditions, including a clear 
nderstanding of how “respect for persons” should be 
xpressed in the roles and expectations of all those 
olved, as well as the means by which they could be 
egotiated and moderated. Teaching of professionalism 
1 nursing, in pharmacy and in medicine has often 
dopted a relatively insular focus on the relationship 
etween a healthcare professional and patient, thereby 
nderplaying the more complex array of relationships 
lat constitute the healthcare context. This paper will 
rst set out the components of health ethics, law and 
ofessionalism in nursing, pharmacy and medical 
Jucation at the National University of Singapore (NUS), 
, well as the indicators that have been developed to 
sess professional identity formation. An initial analysis 
‘findings from surveys and focus-group discussions on 
9ilot educational intervention on “respect for persons” 
at involved an entire cohort of nursing, pharmacy and 
edical students will also be presented. Additionally, 
e paper will evaluate broadly, the means of integrating 
e value of “respect for persons” as a core competency 
rough interprofessional ethics and _ collaborative 
arning. 


Nics approval: Ethics approval has been obtained 
ym the Institutional Review Board of NUS. 
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P27 (b):Medical ethics education: A discourse-driven 
approach 


David Hunter 


Flinders University Medical School used to teach medical 
ethics with a fairly traditional, lecture-driven approach. 
This minimised resource usage but suffered a number of 
deficits, particularly to do with student engagement and 
attendance (in later years of the degree it could drop to 
as low as 30%). The paper describes how and why we 
have changed the medical ethics delivery at Flinders and 
the positive impacts this has had. By adopting a flipped- 
classroom approach with a constructive alignment 
between assessment and student engagement we have, 
without a significant increase in resources, moved to 
almost 100% attendance and engagement, along with 
richer deeper assessment of student understanding of 
core concepts, and clinically engaged reinforcement of 
these concepts during the placement years. 


SS Se ee ee eee 


P27 (c):Considerations for utilising Massive Open 
Online Courses to deliver undergraduate medical 
ethics curriculum in Malaysia 


Mark Tan Kiak Min 


Medical ethics education has come of age and is 
now a fundamental part of many undergraduate and 
postgraduate medical programmes. Many medical 
schools in Malaysia incorporate the teaching of medical 
ethics and law into a “personal and professional 
development” module. However, there is no 
standardisation in the method or curriculum content 
for this. At Universiti Teknologi MARA (UITM), medical 
ethics has traditionally been delivered via face-to-face 
lectures only. However, the Malaysia Education Blueprint 
2015-2025 targets that 30% of learning in local public 
universities be conducted through Massive Open Online 
Courses (MOOCs) by 2020. 


MOOCs utilise both traditional and modern materials 
for learning and are able to provide an interactive 
user forum to support student-—faculty interaction. In 
addition, MOOCs can also be made available to almost 
anybody who wishes to take the course. At UiTM, 
MOOCs were created via the OpenLearning platform 
as an additional method of delivering medical ethics 
content. Students were generally enthusiastic and 
supportive towards this initiative and some requested 
it to be the main method of delivering content as they 
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could learn at their own pace. This presentation covers 
how these MOOCs were developed, how they are used 
in our curriculum, why we decided to transition from 
traditional lectures to MOOCs, the challenges we faced, 
how they were overcome, students’ perception of this 
change, and future plans to further integrate MOOCs 
into both the undergraduate and postgraduate medical 
curriculums as well as to utilise MOOCs potentially for a 
national medical ethics curriculum. 


P27 (d):An exploration of the hidden curriculum 
in undergraduate medical training: Student 
perspectives from South India 


Savitha D, Olinda Timms, Manjulika Vaz 


The hidden curriculum in medical training is known to 
influence the doctor information and thereby impact 
patient care. This study explores the dimensions and 
influences of the hidden curriculum in a medical college 
through student perceptions. 


Ten focus-group discussions were conducted with 
83 undergraduate medical student volunteers across 
five academic years to explore the hidden curriculum 
through experiences, observations, and influences of the 
medical training environment as perceived by students. 
Some learnings that emerged were the importance of 
role models in developing attitudes; concerns about 
the emphasis of knowledge over skills; values conveyed 
through institutional policy and traditions; learnings 
from patients; and the influence of peers, senior 
students, and the concept of an ideal doctor. 


The hidden curriculum provides informal learning 
that positively and negatively influences the doctor in 
formation. This awareness can help to realign value 
systems, driving educators to introspect and modify 
behaviour so that positive informal learning may be 
transitioned into the formal curriculum. 


P27 (e): Tackling ethical and global health issues 
associated with healthcare electives in low- and 
middle-income countries using a Massive Online 
Open Access Course 


Carwyn Hooper, Paula Baraitser 


International health electives (IHEs) are highly variable, 
student-organised placements that offer important 
opportunities for student-directed learning about health 


and healthcare in unfamiliar contexts. However, IHEs do 
not always deliver the learning outcomes anticipated 
and pre-departure training might prevent students 
unintentionally causing patient harm and exacerbating 
global health inequalities. 


Students from high income countries who complete IHEs 
in low- and middle-income countries regularly encounter 
a number of challenging ethical issues. For example, 
they are often asked to work beyond their competence. 
These ethical problems are well understood, but trying 
to prevent them is very challenging. In order to try and 
tackle some of these issues a Massive Online Open 
Access Course (MOOC) has been created. 


The MOOC was first launched in 2016 and thousands of 
people from all over the world have now completed it. 
Qualitative and quantitative data is routinely collected 
each time the course runs and this data is currently 
being thematically analysed. Provisional results suggest 
a high level of student engagement and sophisticated 
discussion about key ethical issues. 


IHEs can have a transformational impact on healthcare 
Students. However, they are also associated with 
serious ethical challenges. Sending organisations, with 
help from bioethicists, have an obligation to adequately 
prepare students to help ensure that they do not violate 
vulnerable patients’ human rights—and the MOOC can 
play a useful role in helping institutions fulfil this duty. 


GROUP P28: HEALTH, HUMAN RIGHTS AND JUSTICE 
Venue: Microbiology Demonstration Room1 
Time: 11.45 — 13.15 


P28 (a): Critical reflection on ‘rights’ in bioethics 


Supriya Subramani 


The language of ‘rights’ has been expanding in bioethics. 
Reflecting on the rights approach in bioethical debates 
is significant to understanding its basis and potential 
implications. This paper aims to critically reflect on 
adopting the approach of patient rights as a theoretical 
common ground within bioethics research and debates. 
| critically question and examine the repercussion of 
the approach of patient rights (legal and moral) within 
normative and theoretical arguments in bioethics 
research. To build my argument | use my doctoral 
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fieldworkanalysis—perspectivesontheethicalprinciples/ 
values adopted during elective Clinical surgery practice 
within hospital settings in Chennai, India. | engage with 
legal and moral debates on how this approach would 
raise further questions around ethical relativism and 
Universalism. | argue that bioethics research should 
critically engage with these debates and concepts rather 
than just invoking cultural identity—based moral claims 
>Manating from relativistic cultural and ethical views or 
apply the rights approach as a tool or solution. Through 
his paper, | present how the rights approach in clinical 
yractice and bioethics, especially within the Indian 
Ontext, is complex and nuanced. | conclude with the 
heoretical, methodological, and analytical argument 


hat engaging with ethical universals is paramount in 
he bioethics discussion. 


ee ea a bie 


28 (b): What is a universal human right to science 
and why does it matter)? 


hristine Mitchell, Helle Porsdam, Sebastian Porsdam 
lann, Yvonne Donders, Matthias Mann, Sarah Kelly, 
alerie Bradley, Michael Chou, George Church 


oth the Universal Declaration of Human Rights, 1948, 
1d the International Covenant on Economic, Social and 
iItural Rights, 1966, recognise the right of everyone 
O enjoy the benefits of scientific progress”, and the 
ates Parties to these are expected to respect that 
sht. However, so many fundamental rights are not 
t enjoyed by all people that the right to science has 
ceived little attention. The United Nations Committee 
1 Economic, Social and Cultural Rights is currently 
afting a document of guidance to State Parties on the 
rmative contents of a right to science. 


is presentation explores the history, importance, 
d content of the right to science. Some questions it 
eks answers to, among others, are: Should the right 
science be thought of as a right to fully participate 
science or simply as a right to benefit from scientific 
gress? What does a right to science entail for 
lividuals? What are the responsibilities of states and 
rd-party actors regarding a right to science? 


ne proposed normative components of a right to 
ence include: scientific freedom; access to scientific 
»wledge and benefits; protection from the harmful 
acts of science; and an environment fostering 
servation, development and diffusion of science. 
th increasing bioscientific knowledge, questions 
yut the use and capabilities of new knowledge must 
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be addressed together. The discussion of a universal 
human right to science is one way of stimulating that 
conversation across national boundaries, drawing out 
differences and seeking a common understanding of 
basic obligations regarding scientific progress. 


ree ea ME UR oy 


P28 (c): Research on chrysotile asbestos: An ethical 
failure of National Institute of Occupational Health 
and National Human Rights Commission 


Gopal Krishna 


A pre-condition for the pursuit of good is that there 
must be a notion of what counts as ethically appropriate 
action and right conduct, in research. The Department 
of Chemicals and Petrochemicals, Ministry of Chemicals 
and Fertilizers had entrusted the National Institute 
of Occupational Health (NIOH), Ministry of Health 
and Family Welfare to carry out a study on Health 
Hazards/Environmental Hazards resulting from the use 
of chrysotile variety of asbestos in the country. The 
application under Right to Information Act revealed that 
this was co-sponsored by the asbestos industry. This 
has been admitted by two ministries in the Parliament. 
National Human Rights Commission (NHRC) relied on 
this admittedly conflict of interest ridden study to decline 
action. The paper will point out specific instances of 
unethical practice by both NIOH and NHRC. 


The paper will point out the improprieties in the 
research, which was financed by the chrysotile asbestos 
cement industries association. It will examine the ToR of 
the study and the proceedings of the NHRC. 


The paper will share its findings based on the scrutiny 
of the relevant official documents about the necessity 
of strict adoption of conflict of interest guidelines by 
research institutions like NIOH and public institutions 
like NHRC. The relationship between the case in question 
and the principle of right conduct will be inferred. 


1 


P28 (d): Linking participatory action research on 
health systems to justice in global health: A case 
study of the Manifest project in rural Uganda 


Bridget Pratt, Adnan Hyder 


Much health systems research is motivated by the 
goal of helping improve access to health services and 
financial protection for disadvantaged and marginalised 
groups. An ethical framework called ‘research for health 
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justice’ provides initial guidance on what research 
populations and questions should be selected, what 
research capacity strengthening should be performed, 
and what post-study benefits ought to be provided in 
order to link health systems research to that goal. To 
further develop this conceptual framework, we tested 
its guidance against the experience of the Maternal and 
Neonatal Implementation for Equitable Health Systems 
(Manifest) project, which was performed in rural Uganda 
by researchers from Makerere University. 


Data from 21 in-depth interviews with investigators 
and research implementers, direct observation at study 
sites, and study-related documents were collected and 
thematically analysed. 


Our analysis identified where alignment exists between 
the framework’s guidance and the Manifest project, 
providing initial lessons onhowits guidance was achieved. 
Our analysis also identified where non-alignment 
occurred and where gaps exist in the framework’s 
guidance. Suggestions are made for improving ‘research 
for health justice’, including expanding its guidance 
on how to engage research users and beneficiaries in 
setting research topics and objectives. 


The revised ‘research for health justice’ framework 
and lessons on how its guidance is upheld can inform 
researchers seeking to connect their practice more 
systematically to better health systems for disadvantaged 
and marginalised groups. It can inform funders seeking 
to incentivise and invest in equity-oriented health 
systems research through their grants programmes. 


GROUP P29:NEUROETHICS 
Venue: Microbiology Demonstration Room2 
Time: 11.45 — 13.15 


P29 (a): Ethics among alcohol and other drug 
clinicians: Challenges in everyday work with people 
who have addictions 


David Silkoff 


There is very little research into ethical challenges 
experienced by clinicians caring for patients with 
substance dependence. This paper will discuss 
preliminary findings from an empirical bioethics project 
exploring this issue. It will describe the details of the 
ethical challenges that clinicians encounter, and will 
explore possible approaches to these difficulties. 


The presenter works both as a Clinician treating 
addiction, and as a bioethics researcher in this area. The 
research methods include observing clinical discussions; 
interviewing experienced practitioners; and reflections 
on decisions made by the presenter in his own clinical 
practice. 


Ethical challenges emerge as clinicians deliver care. 
Clinical decisions frequently contain significant ethical 
content which emerge as clinicians establish and 
maintain therapeutic relationships with patients. 
Ethical decision-making is complicated by external 
issues such as professionalism, community safety, 
healthcare policy and organisational requirements. 
Examples of ethical challenges include whether to 
support or refuse a desperate patient’s request for a 
residential detoxification stay when this has failed them 
as an intervention in the past; or gathering sensitive 
assessment information from a new patient, in a format 
required by organisational policy. This paper will provide 
detailed discussion of two examples. 


Ethical decisions are not isolated from routine clinical 
practice. They are an integral part of everyday work 
with patients. Greater awareness of the ethical content 
of decisions will help clinicians to better meet the 
right to compassionate care of people with substance 
dependence. 


P29 (b): How cultural neuroscience can contribute 
to global bioethics: diversity in brain functions and 
the questionable “universal” principle of individual 
autonomy 


Subrata Chattopadhyay 


Why do self-determination and family-determination 
appear to be “two incommensurable principles of 
autonomy” in bioethics? Why is individual-centred, 
rights-based, mainstream Western bioethics found 
problematic in some cultures and societies both within 
and outside the Western world? Clues to these answers 
may lie with recent advances in cultural neuroscience. 


Regarded as the “distinctive spiritual, material, 
intellectual, and emotional features of society or a social 
group”, culture affects psychological processes such as 
cognition, emotion, behaviour, moral decision making, 
and judgement. Cross-cultural differences appear to be 
largely a product of construction of “self” and “other” 
and it is the particular self-construal (independent 
versus interdependent) that shapes the ways of being 
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and viewing the world and moral values. In general, 
people from non-Western cultures (Japanese, Korean, 
Chinese, Hindu Indian, etc), view the self as embedded 
in the matrix of relationships—interdependent—and 
Pay greater attention to situation, context, and relations 
in their description, interpretation, and analysis of 
the reality than people from Western cultures (e.g. 
American) who construct the self as independent and 
isolated from the situation, context, or relations. 


Mirroring cross-cultural variations in psychological 
orocesses, brain imaging studies have shown cultural 
Jifferences in neural correlates of brain functions, such 
is in visual and attentional tasks, performed by people 
rom East Asian and Western background. All these not 
nly provide empirical evidence for cultural contexts 
N psychological processes and brain functions but 
lso offer insight for an enriched understanding of the 
liversity in cultural and moral traditions in bioethics. 


cr ee rd 


29 (c): The ethics of global genomic-informed 
nfectious disease surveillance 


tephanie B Johnson and Michael Parker; Wellcome 
entre for Ethics and Humanities and Ethox Centre, 
Iniversity of Oxford, UK; Nuffield Department of Popu- 
ition Health | University of Oxford, Big Data Institute / 
| KaShing Centre for Health Information and Discovery 
xford | OX3 7LF 


bstract 


Ublic health surveillance programs and outbreak 
vestigations have been dramatically enhanced through 
le use of whole genome sequencing (WGS). Genomic 
irveillance can identify determinants of transmission, 
onitor pathogenevolution and adaptation, ensure the 
curate and timely diagnosis of infections, and refine 
rategies for their control. However, there is no clear 
nse of the ethical challenges associated with the use 
WGS in surveillance and outbreak investigations. 


e systematically indexed academic literature from 
ibMed, Google Scholar, and Web of Science from 2000 

2018for peer-reviewed articles that substantively 
gaged in discussion of ethical issues in the use of WGS 
r surveillance and outbreak investigationand identified 
- themes:consent; global cooperation; the need for 
en and real-time data-sharing ; priority setting and 
source allocation; data validity and moving research 
0 practice; and “freeriding”. 
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This review exposes important gaps in current ethical 
frameworks that fail to address the challenges of 
“precision public health”. Ethical norms for globally 
Sustainable genomics-informed health interventions 
must be informed by issues beyond individual autonomy 
and privacy, be able to address the challenges of an 
increasingly interconnected world, clarify international 
and _ individual obligations,andadequately deal with 
concepts such as risk and probability. 


Se ee ee 


GROUP P30: HEALTH JUSTICE AND EQUITY WITH 
REFERENCE TO DISADVANTAGED GROUPS 
Venue: Physiology Demonstration room1 

Time: 11.45 — 13.15 


ee 


P30 (a): Confronting and challenging an unethical 
and unjust social context: A case study of manual 
scavengers in Karnataka and their campaign for 
rights and dignity 


Surekha Dhaleta, K B Obalesh 


Barred legally, manual scavenging continues unabated 
with caste-specific engagement in degrading work, 
leading to vulnerability, discrimination, systemic 
oppression, and no articulation of community 
engagement. Manual scavengers, relegated to the 
lowest rungs in social hierarchy, form an unrecognised 
section amongst the marginalised Dalits in India. Lack 
of systemic accountability; On-recognition of their 
existence, basic rights, and dignity; absence of care; 
systemic deprivations; and lack of both voice and power 
are their primary hurdles. 


This study analyses diverse approaches employed by 
THAMATE, a community-based organisation (CBO) in 
Madigas, Karnataka that attempts to foster grassroots 
mobilisation of marginalised community voices and 
challenge the indignity and injustice the community 
faces. 


A case study approach—involving document analysis, 
interviews with key informants and CBO leaders, and 
group discussions with community members (as also 
participation in THAMATE workshops)—was employed 
from late 2015 to mid-2017. It revealed that THAMATE 
takes a social determinants and multi-sectoral approach, 
along with vigorous community mobilisation and 
different advocacy methods, to address the violations and 
structural, systemic barriers faced by the community, 
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Analysis suggests that the manual scavenger community 
views its struggle for rights and dignity as inclusive of 
and embedded in the multiple axes of discrimination 
and systemic oppressions they encounter. We find that 
the community struggle has foundation in questioning 
the unethical practices of society at large. The state, 
vested with protecting citizens from violations, itself 
turns violator by denying the existence of the manual 
scavenger community as well as by diluting available 
rights and dignity. 


P30 (b): Understanding health inequities in tribal 
communities: Reflections on some ethical issues 


Renu Khanna, Vandana Prasad, Sulakshana Nandi, Jen- 
nifer Liang, Sundari Ravindran, Ganpathy Murugan, 

Closing the Gap — Tribal Health Inequities Research 
Group 


We describe the ethical issues encountered while 
studying health inequities among Particularly Vulnerable 
Tribal Groups (PVTGs) and the Bodo and Adivasi 
communities. Health inequity (HI) has been understood 
through differentials in health indicators, resource 
allocation and associated trends. This study undertakes 
a comprehensive and nuanced examination of Hl 
within the above-mentioned groups, through lenses 
of intersectionality and historical marginalisation. The 
research with Bodos and Adivasis focused on effects of 
conflict on the health of those forcibly displaced by ethnic 
conflicts over two decades using in-depth qualitative 
methods. The study amongst the two PVTGs, using case 
study design and mixed methods, aimed to understand 
their health and nutritional status and, barriers faced in 
accessing health and nutrition services. 


The findings established high levels of physical, mental 
and social health inequities, amongst these communities. 
Though tribes are treated as ahomogenous group, critical 
differences and specificities of context that create and 
perpetuate these HIs were noted. Historical processes 
of modernisation, assimilation and homogenisation 
leading to conflict, marginalisation and loss of identity 
and culture, were primary. Health systems (including 
policy frameworks) were found to be inadequate to 
provide recourse. The findings raise ethical questions 
about the consequences of programmes and policies 
treating tribal communities as homogeneous; of merely 
noting the differentials rather than identifying underlying 
reasons. The study also contributes methodological 
insights for conducting such studies ethically, such as, 


the importance of building trust, ensuring no harm to 
already vulnerable groups, and the ways to do this in 
difficult situations. 


P30 (c): Why bioethics needs to take structural and 
epistemic justice seriously ( 


Agomoni Ganguli-Mitra 


The purpose of this paper is to argue for the importance 
of bringing theoretical and conceptual approaches to 
structural and epistemic justice to mainstream bioethics. 
This paper explores structural and epistemic injustice as 
responses to health inequalities. 


In this paper, | suggest that while bioethics has been 
cognisant of several approaches to distributive and 
social justice, it also needs to embrace theoretical 
approaches from feminist scholarship, such as structural 
and epistemic justice to address ethical issues arising in 
a deeply unequal global and local order. | do this through 
conceptual and theoretical analysis. 


While justice has been a fundamental concept in 
bioethical tradition and enquiry, it has often centred 
on theories related to distributive justice, including the 
prioritarian, luck egalitarian, sufficientarian approaches, 
as well as the capabilities approach. Considerations 
arising from structural and epistemic injustice are 
more frequently found in feminist bioethics literature. 
Using examples from reproductive technologies, health 
emergencies, genetics and big data, | suggest that in 
a world characterised by deep relational inequality, 
mainstream bioethics should incorporate the concepts 
and ideas arising from structural and epistemic (in) justice 
more systematically, and make feminist approaches 
to bioethics a central focus of the discipline, both in 
research and teaching. 


P30 (d): Religious, cultural and legal barriersto organ 
donation: The case of Bangladesh 


Mohammed Shaikh Farid 


There is a substantial shortage of organs available for 
transplantation in Bangladesh. This has resulted in the 
commodification of organs. This study analyzes the 
religious, cultural, and legal barriers to organ donation in 
Bangladesh. Itis based on examination of the available 
literature and primary sources ie. religious decrees 
andopinions of religiousleaders of faith traditions, as also 
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the Bangladesh Organ Donation Act,1999. The literature 
was retrieved from databases such as PubMed, BioMed, 
and Google Scholar using the key words: organ donation 


slam, organ donation Bangladesh, organ donation 
eligions. 


The study found that although many Islamic scholars 
accept organ donation under some conditions, some 
3angladeshi Muslim clerics Oppose donation. They 
irgue that organ retrieval violates the Sanctity of 
he human body, that retrieval of organs may harm 
| living donor or lead to death, and organ donation 
nay encourage commercialisation of body parts. Both 
ommercialisation and harming oneself are considered 
Ss sins.Thus, the divergent views of Muslimclerics are 
major barrier to organ donation among Bangladesh 
Auslims. Cultural and social factors also have a negative 
npact. Most people desire to be buried with their 
odies intact. Although the Bangladesh government 
romulgated the Organ Donation Act,1999, it restricted 
onors and recipients to members of the extended 
imily, which also reduced the donor pool. This study 
rgues that the Muslim Orthodox clerics’ stand against 
Onation, and other cultural and legal issues are the 
jajor obstacles to organ donation in Bangladesh. 


TTT 
ROUP P31: POLITICAL ECONOMY OF HEALTH CARE 


enue: Physiology Demonstration Room2 
me: 11.45 — 13.15 


31 (a): Revisiting promotional practices of the 
larmaceutical industry in India: State of ethics 


chana Diwate, Arun Gadre 


fer the past decade, the Medical Council of India, 
jarmaceutical manufacturers and the government 
ve instituted regulatory codes to guide the interaction 
medical professionals with the pharmaceutical and 
ied health sector industries, and to curb unethical 
2motional practices. These are voluntary codes and 
ecdotal experience reveals that often these codes 
» not adhered to. To understand this, a detailed 
cumentation of field level promotional practices of 
2 pharma industry was undertaken with the specific 
lective of studying its promotional and marketing 
ctices. It is a qualitative study conducting 50 in- 
oth interviews with selected key informants, using 
‘posive and snow ball sampling methods. The focus 
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Was On medical representatives who implement the 
promotional and marketing strategies at the ground 
level and included Marketing Executives, Regional Sales/ 


Area Sales Manager and doctors, in five selected cities 
across the country. 


Ongoing analysis indicates that several unethical 
Promotional practices continue to exist in new forms 
such as providing gift cards, petro cards, and cheques 
to doctors. Various new entities such as propaganda 
cum distribution companies have emerged, which buy 
drugs in bulk from the manufacturers and directly sell 
them to the retailers and doctors, at huge discounts and 
incentives. The implications of such marketing practices 
for the cost of medicines, rational ethical medical 
practice, and reasons for the ineffectiveness of voluntary 
regulations need to be understood. 


ee ee eee 


P31 (b): Medical encounter in Rolpa: A mission 
against state-patronised corruption 


Sachin Ghimire 


Ethical enquiries into medical practices and critical 
questions around decision making processes and the 
discourse of “created needs” versus “felt needs” are 
poorly addressed in Nepal. In this context, this paper 
highlights my subjective experiences—the controversial 
roleofa nongovernmental agency and the irresponsibility 
of government health services—during fieldwork in 
Nepal a Rolpa district, focusing on the institutional 
failures of practicing medicine. 


| found empirical evidence of medical corruption 
and questioned the prescribed medical intervention 
recommended by the state—spurious Genvac B vaccine 
against Hepatitis B. Instead of certified Genevac B 
hepatitis vaccine, the concerned agency had been 
planning to administer counterfeit GenvacB, brought to 
the mid-western hill district of Rolpa via a covert route 
of illegal markets. With the active solidarity of the local 
communities, civil society, and the media, public health 
awareness against such spurious substances was raised. 
The campaign subsequently succeeded in preventing the 
fake vaccine from being administered to the innocent 
public on a large scale. 


Keeping in mind critical ethnography, | raise questions 
of public health rationality and ethical legitimacy 
of suspicious medical solutions that were planned 
to be injected with the help of state authorities. 
Furthermore, | explore the unethical role of Suspicious 
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nongovernmental agencies, the process of subjugation 
of the people by using authoritative state power, and 
the case of local-level malgovernance on health service 
delivery within this study. 


P31 (c): Medical ethics in times of healthcare 
‘business’, competition and profiteering 


Indira Chakravarthi, Shweta Marathe 


There has been substantial transformation of the 
private healthcare sector in low- and middle- income 
countries over the past three decades and healthcare 
is now a well-organised business. An ongoing study in 
Maharashtra, India, examines the implications of the 
emerging private hospitals sector for medical practice, 
for practitioners and users. A mixed-method, primarily 
qualitative method, has been used. Qualitative in-depth 
interviews were conducted with doctors, hospitals 
administrators, and owners from different settings, 
selected through chain sampling. The findings indicate 
the prevalence of practices such as: (a) employment 
of doctors in corporate hospitals being linked to 
the performance or ability to generate revenues (b) 
challenges for early career doctors to be ethical while 
establishing their practice (c) the growing influence of 
insurance in shaping the nature and cost of treatment 
(d) unethical marketing practices. 


Medical ethics largely encompasses the responses of 
individual practitioners to ethical dilemmas pertaining to 
clinical practice and research. There is little consideration 
to how structural factors can impact individual ethics. 
Our findings point to a role for business practices 
such as competition, and aggressive marketing, in 
shaping the ethical behaviour of individuals as well as 
institutions, giving rise to conflicts of interest between 
the commitment of doctors to professional ethics and 
values and their obligations as employees or owners/ 
managers of profit-making institutions. Factoring in 
such systemic issues of competing for-profit healthcare 
companies and the professional and financial interests 
of doctors in such entities could lead to a more grounded 
understanding of challenges for medical ethics in the 
prevailing scenario. 


P31 (d): The management of self-care as an 
expression of the responsibility towards one’s own 
health 


Antonio Sandu, Ana Frunza 


A chronic patient’s self-care management is a framework 
in which they can express their responsibility towards 
their own health. Giving ethical value to the concept 
of responsibility towards the state of one’s own health, 
we develop an extension of the area of bioethics, from 
managing the moral acceptability of medical practices, 
towards the regularisation of a patient’s actions as an 
autonomous agent. Such ethical regularisation of self- 
care makes a series of behaviours to have a privileged 
moral value, and not performing them would bring the 
patient’s moral guilt. 


The ethical dilemma we analysed is the acceptability of 
introducing the management of self-care in the area of 
requested ethical behaviours. The research is based on 
secondary analysis, using grounded theory, of qualitative 
data obtained in individual or group interviews, targeting 
the social construction of autonomy and responsibility 
of the patient with chronic disease. The research was 
conducted in Romania, the subjects of the interviews 
being both doctors and patients suffering from different 
illnesses that require adopting a certain lifestyle. 


The results have highlighted a divergence between the 
position of the doctors and the patients. The need for 
education in health and the need for including elements 
of management of self-care in a wider framework of the 
doctor-patient alliance, is also emphasised. The need 
for medical and community support in the process of 
self-care was also noted in the results. 


The risk of medicalisation of social life was highlighted, 
along with the additional vulnerability of patients in 
case disproportionate emphasis was placed on their 
responsibility towards self-care. 
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3ROUP P32: PHARMACEUTICALS AND ACCESS TO 
MEDICINES 


/enue: Forensic Medicine Demonstration Room1 
‘ime: 11.45 — 13.15 


32 (a): Biological drugs: Newer development, 
thical concerns 


dsa Fatima 


linical trials involving bio-medical research on human 
eings raise varied ethical concerns including the ethical 
onduct of clinical trials, post trial availability of drugs, 
nd transparency of the trial processes and data. The 
evelopment of newer drugs and innovations need to 
e examined critically. India presents a viable context for 
thical enquiry into this, since it hosts clinical trials for 
large number of multinational companies from across 
le globe, while drugs continue to remain unaffordable 
ir the Indian people. Sama’s study of phase three clinical 
ials conducted in India looked into varied aspects in 
iis regard. The need for a newer discourse on biological 
‘ugs clearly emerged from this study. 


ata collection was done for all phase-3 clinical trials 
rried out in India from 2005-2015, using the two 
rmal sources of clinical trial registries- the Clinical 
ial Registry of India (CTRI) and the US-NIH database. 
je study shows an increasing trend of development of 
ological drugs, which constituted almost 30 % of drugs 
r which phase three clinical trials were conducted 
India from 2005-2010. This share increased to 35% 
ym 2011 to 2015. This presentation, through the 
mber of biological drugs emerging from the study, 
ll discuss the ethical aspects of transparency of such 
ormation and the need for multi-stakeholder review 
d understanding. 


2 (b): Unethical patenting, unaffordable 
sdicines — Deepeninginequities 


ithibha Sivasubramanian, Sarojini N 


suring post-trial access to trial participants as well as to 
» general population is a critical component of clinical 
ils. In this context, patents, by granting exclusive 
Its, forestall competition, result in monopolistic prices 
1 pose a significant barrier to access to medicines. 
ergreening”, is a practice by pharmaceutical 
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companies to seek multiple patents on a single 
medicine to prolong its market monopoly. This practice 
deepens health inequities and raises a significant ethical 
question of public access, affordability and availability. 
Cognisant, of this fact, India brought in certain public 
health safeguards—sections 2(1)(ja), 3(d) and 3(e) into 
its patent law by setting a higher patentability standard. 
However, a detailed study to monitor and evaluate the 
functioning of these provisions and its impact on access 
to medicines is warranted. 


A systematic study was conducted to identify grant of 
patents to drugs that have undergone clinical trials from 
2005 to2016, and estimate the extension of monopolies, 
cost of medicines and affordability of the drugs. More 
than 70% of the medicines have been granted patents 
on minor modifications on existing drugs. Most of the 
secondary patents granted on drugs would extend their 
monopoly for 3—5 years. More than 50% of patented 
drugs were unaffordable to the Indian population. Higher 
patentability criteria are important to limit patents on 
medicines, to ensure affordable medicines and promote 
competition. A post-grant audit of pharmaceutical 
patents would help in reducing health inequities and 
assuring availability of low-cost medicines. 


ee eee 


P32 (c): From a revenue-based business model to 
a growth-based business model: The case of the 
Indian pharmaceutical and biomedical industry 


P. Omkar Nadh 


This article describes changes that took place in 
the orientation of the Indian pharmaceutical and 
biomedical industry in the context of dominant global 
financial markets and technological advancements and 
the different outcomes that resulted thereof. It further 
critically addresses such outcomes and the vulnerabilities 
generated as a consequence. 


Secondary data sources and literature with regard 
to political economy, growth, and development are 
employed to try and understand various vulnerabilities 
at the macro level (nation) and micro level (individual). 


The question of economic growth and development 
is addressed through a sectoral analysis of the Indian 
pharmaceutical and biomedical industry and_ its 
transition from a revenue-based business model to 
a growth-based one. A critique of this transition, the 
reasons behind it, and its consequences. through-two 


Vick Se 
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distinct strands in the literature on economic growth 
and development follows. 


Concomitantly, the paper provides an understanding 
of the role of multilateral organisations such as the 
World Trade Organisation (WTO) in this transformation 
and how such institutions act in order to benefit the 
multinational, largely Euro-American, pharmaceutical 
corporations to expand their hegemony. With the spread 
of the ideology of maximising shareholder value that is 
intrinsically linked with the “growth” of the industry, 
there was a reorientation of the global pharmaceutical 
industry in terms of innovation and drug manufacturing. 
The paper shows how this in turn impacted the 
pharmaceutical industry in India in a way that its 
players have become extension units of multinational 
pharmaceutical companies at the expense of the Indian 
population, particularly the most vulnerable. 


P32 (d): Ethics of restricted access to drugs for MDR- 
TB 


Veena Johari, Kajal Bharadwaj, Vivek Divan 


India has the highest burden of multi-drug resistant 
(MDR) TB. Newer medicines for MDR TB are available 
from multinational companies. The approval of these 
drugs in India was based on a waiver of Phase III clinical 
trials which raises ethical dilemmas in balancing access 
to newer drugs with no assurance regarding their safety 
for Indian patients. Moreover, the waiver of clinical 
trials is linked to a conditional access programme, 
further limiting the access. Was providing approval of 
the drug, without Phase Ill trials and knowing the safety 
of the drug, ethical? Is the government doing a kind of 
clinical trial under the conditional access programme, 
by collecting data but not providing compensation to 
the patients? Did the government bailout the pharma 
company, Janssen manufacturing the drug? 


Till date less than 1000 people have access to Bedaquiline 
for MDR TB, though it is required by many more. The 
government appeared to be conducting a clinical trial 
on behalf of the pharmaceutical company in the garb of 
a conditional access programme. The restrictions on the 
drug’s availability, the apparent conduct of a kind of trial, 
and making patients waive compensation constitutes a 
violation of rights. Bedaquiline, though an important 
treatment for MDR TB, does require the safety data that 
a Phase III clinical trial would provide, prior to approval, 


to ensure availability to all who need it through public 
and private sector hospitals. 


RR 5: MULTI-THEMES ETHICS DELIBERATIONS 
Venue: AuditoriumMeeting Room1 
Time: 11.45 — 13.15 


RR5(a): Analysis of ethical, legal and social issues 
with electronic methods for participant engagement 
in medical research 


Atsushi Kogetsu, Kazuto Kato 


In recent years, the framework of medical research 
has changed dramatically with the development of 
information and communication technology (ICT) and 
the era of big data. The application of online systems 
to medical research could provide many people in an 
unequal world with access to various research projects 
by releasing them from temporal and spatial constraints 
of research participation. It could also change the 
relationship between research participants and 
researchers significantly. For example, in participant- 
centric initiatives (PCls), participants are placed at the 
centre of decision-making with the help of ICTs. However, 
in order to make participants use such new ICT tools 
confidently, it is necessary to address the ethical, legal 
and social issues (ELSI) associated with these electronic 
methods such as the digital divide. 'S! associated 
with electronic methods are deeply related to issues of 
respect for dignity and autonomy in bioethics. 


For this study, we conducted a literature search to 
identify key points that needed to be addressed. Major 
issues include: a) participants authentication; b) digital 
divide; c) informed consent; d) genetic counselling; and. 
e) governance. Finally, we propose how to address such 
issues. 


RR5 (b): What is informed consent and why does it 
matter? 


Michael Campbell 


Typically, the provisionofmedicaltreatmentis permissible. 
only if the patient has consented to it. Exceptions to. 
this requirement are limited and tightly proscribed. 
The requirement that treatments be consented to is 
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istified in part by the harms which the patient suffers 
om undergoing a procedure to which he or she has not 
nsented. These include the violation of the patient’s 


odily integrity, their autonomy, and the bonds of trust 
etween the patient and medical professionals. 


owever, although these factors are ‘undoubtedly 
iportant, we should not conceive of the value of 
formed consent simply in terms of its being required 
order to avoid certain harms. The act of achieving 
formed consent has positive value in itself, in that 
rough seeking and receiving it, both parties can come 
a deeper understanding of each other’s perspective 
dd of the value systems that underlie them. This 
int is obscured in a model of consent that takes the 
tient—provider relation to be unidirectional, with the 
tient simply the passive recipient of treatment from 
nedical professional. Instead, healthcare interactions 
ist be understood in terms of a reciprocal relationship 
tween parties who are unequal in terms of power 
d vulnerability but who each play a crucial role in the 
Jation. By conceptualising consent in these terms, 
can better make sense of the variety of different 
enomena that fall under the rubric of “attaining 
sent” and of the often-subtle ethical ramifications 
this practice for both patients and healthcare 
ctitioners alike. 


9 (c): Ethics review of one Health research study 
1 discussing big health data ethics 


fang Wang, Yali Cong 


h the rapid development of portable devices—used 
ely in the field of medicine—there is an upward 
id in study protocols submitted for ethics review and 
iterdisciplinary collaboration in clinical research. It is 
| that ethics review committees (ERCs) update their 
/benefit ratio evaluation, that governments release 
jlations in time, and that communication between 
‘archers and ERCs be improved. 


paper follows case of research into the feasibility of 
lying a smartphone application for early diagnostic 
ening of Autism Spectrum Disorder (ASD) and 
ethics review discussion it involved. The study in 
stion, an international collaboration, collects video 
‘mation from 10,000 Chinese children to evaluate 
‘ social communication and regular feeding style. 
ilies who suspect their children show ASD symptoms 
contribute to the information bank, enabling 
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the investigators to find an early screening method. 
Whether such an application of technology provides 
faster and effective diagnosis to patients (as believed 
by the investigators), whether this study is necessary 
and mature now, how the Chinese research partners 
can claim their rights in the future, and whether they 
are eligible to access the video bank abroad, were some 
issues heatedly discussed. 


ERCs must balance protection of rights and interests 
of study Participants with promoting developments 
in clinical research, especially today, when big health 
data research and applications are on the rise. Whether 
the researcher (not the physician) can claim a right to 
information from patients and guide their behaviour is 
questionable. In the absence of legal regulations, ERCs 
must keep pace with big data research. 


enn en 


RR5 (d): Ethical considerations for inclusion of 
children of minor parents in clinical trials 


Mary A Ott, Francis P Crawley, Xavier Sdez-Llorens, 
Seth Owusu-Agyei, David Neubauer,Gary Dubin, Tat- 
jana Poplazarova, Norman Begg, Susan Rosenthal 


Childrenofminorparents(CoMPs) are under-represented 
in clinical trials yet are an important target population 
for pharmaceutical interventions such as vaccines. Using 
a Case study method, we describe the ethical, legal, and 
regulatory issues around the enrolment, consent, and 
appropriate access of CoMPs in clinical research. 


Our case, the Clinical Otitis Media and Pneumonia Study 
international vaccine trial, demonstrates the key issues. 
Our multidisciplinary panel reviewed the literature and 
described ethical justifications for inclusion or exclusion 
of children of minor parents; their vulnerabilities; 
and existing legal, regulatory, and ethical guidance at 
national and international levels. 


We consider the scientific justification for including 
CoMPs in vaccine trials. Laws and regulations governing 
consent generally do not address the issue of minor 
parents. In their absence, local community and cultural 
contexts may influence consent processes. Rights 
of the minor parent include dignity in their role as a 
parent and respect for their parental decision-making 
capacity. Rights of the child include the right to have 
decisions made in their best interest and the right to the 
highest attainable standard of health. CoMPs may have 
additional vulnerabilities, such as increased rates of 
poverty, that impact on consent. Neuroscience research 
suggests that, by age 12-14, minors have adult-level 
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capacity to make research decisions in situations with 
low emotion and low distraction. 


We conclude with recommendations based on these 
findings in order to facilitate appropriate access and 
equity related to participation of CoMPs in clinical 
research. 


Note: 


This abstract is being submitted to the 14th World 
Congress of Bioethics as an “encore” piece due to its 
compelling interest for bioethicists. It has been previously 
presented to a different audience as an abstract: 


Ott M, Crawley F, Saez-Llorens X, Owusu-Agyei S, 
Neubauer D, Dubin G, Poplazarova T, Begg N, Rosenthal 
S. Ethical considerations for inclusion of children of 
minor parents in clinical trials [abstract]. Pediatric 
Academic Societies Annual Meeting 2017; 2017 May 
6-9; San Francisco, USA. 


It has also been published as a manuscript: 


Ott MA, Crawley FP, Saez-Llorens X, Owusu-Agyei S, 
Neubauer D, Dubin G, Poplazarova T, Begg N, Rosenthal 
S. Ethical considerations for the participation of children 
of minor parents in clinical trials. Pediatr Drugs. 2018 
Jun;20(3):215-22. 


RRS (e): Age testing of unaccompanied minors: 
Ethical, cultural, and social considerations 


Nathalie Egalite 


In 2017, the Swedish migration agency put into place 
a new system for age testing of unaccompanied minor 
asylum seekers. Refugee claimants may be subjected to 
examinations both physical (eg, dental and radiological 
imaging) and _ psychological (eg, interviews and 
assessments) in nature to determine whether they are 
under the age of eighteen. Age testing protocols raise 
ethical issues related to obtaining consent, inflicting 
harm, promoting the claimant’s best interests, and 
involving health care providers. This paper examines 
refugee age testing in the Swedish context to situate the 
justifications for this practice. 


Drawing from medical anthropology, | analyse and 
deploy the concepts of medicalisation, childhood, 
structural violence, civic legitimacy, and emotional 
engagement. A critical approach reveals underlying 
judgements about the value of biomedicine in addition 
to assumptions surrounding the universality of bodies. 
Although welcome, refugees in Sweden are expected 


to conform to the system and assimilate into society. 
It is my contention that age testing of unaccompanied 
minors is problematic because it promotes a view of 
refugees as other—duplicitous and worthy of extra 
scrutiny. This has implications for how racialised bodies 
are perceived, especially in a historically homogenous 
nation state. 


Protecting the rights of refugees in an unequal world 
compels us to recognise translocal phenomena across 
cultural boundaries. Consequently, bioethicists should 
expand their understanding of moral problems to 
address the increasing policing of vulnerable “outsider” 
bodies worldwide. Ethical evaluation of practices must 
be enhanced by culturally sensitive analyses of the 
damaging effects of social inequality. 


RRS (f): Autonomous model of action versus 
autonomous model of personality 


Shingo Segawa 


In medical ethics it is clear that autonomous self- 
determination should be respected. But does this 
mean that all autonomous self-determination must 
be respected? Does the doctor have an obligation 
to respect the autonomous self-determination of 
voluntary active euthanasia? | support that not all 
autonomous self-determination of patients must 
be respected. This paper aims to discuss whether 
theory of autonomous action or theory of personal 
autonomy is justified this position. According to a 
theory of autonomous action, self-determination is 
regarded as autonomous when three conditions for 
autonomy are. Satisfied: intentional, hermeneutic 
understanding and without control. These conditions 
are also important for a theory of personal autonomy. 
The crucial difference between these two theories. 
of autonomy is that in the latter autonomous self- 
determination does not need to match personality of 
a person. On the premise of this difference, there are: 
two reasons why doctors do not respect patient self-: 
determination of voluntary active euthanasia: first,. 
doctors do not regard patient self-determination asi 
autonomous: second, the patient self-determination) 
is regarded as autonomous from the perspective of' 
the doctor, but the doctor makes a decision not to’ 
respect that determination. | conclude in this paper 
with the theoretical argument that only a theory’ 
of personal autonomy gives reason for the second! 
case. 
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RRS (g): Reasons not to invest time, talent and 
treasure in human nuclear genome transfer 


Francoise Baylis 


-ersonalised medicine (sometimes referred as genomic 
Nedicine) with its narrow focus on the individual is 
in emergent threat to public health. | illustrate and 
lefend this point with reference to human nuclear 
enome transfer (often referred to as mitochondrial 
eplacement). 


Nhile human nuclear genome transfer is not typically 
hought of as personalised medicine, | will argue that 
his technology fits the classic pattern insofar as it is an 
idividualised intervention that serves the “wants” of 
few over the “needs” of the many. Discrete features 
f the framework developed by Dickenson to account 
or the rise in personalised medicine, namely (i) threat 
nd contamination; (ii) narcissism and “bowling alone”; 
ii) Corporate interests and political neoliberalism; and, 
nally, (iv) the sacredness of personal choice, will be 
sed to structure the argument. 


his intervention (i) does not treat existing patients and 
|) will only benefit a privileged few. It is estimated that 
le maximum potential direct benefit of this technology 
the UK, a country of close to 65 million, is between 15 
1d 152 births per year; and the estimated maximum 
otential direct benefit in the US, a country of some to 
20 million, is between 77 and 778 healthy births per 
sar. Moreover, this technology (iii) invariably conflate 
vants” and “needs”, and (iv) wrongly prioritise genetic 
latedness above other interests. 


Jr limited resources (time, talent and treasure) should 
» carefully expended in pursuit of the common good. 


‘5 (h): Overcoming speciesist science: The role of 
hics committees in animal research assessment 


biola Leyton 


le of the topical issues in animal research is their 
nomic modification, enhancement, and the creation of 
man-animal chimeras. In the context of neoliberalism, 
2 market economy and the knowledge economy, this 
2 of animals generates its auto-replication. My aim is 
dissect this industry and its practices and principles 
the three R’s in animal welfare, from a critical animal 
dies approach, in order to ask for effective protection 
animals and society. 
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The animal research industry claimsit does care about 
animal welfare. Nevertheless, observing its practices, 
one may ask what are its standards, which values are 
they based on, and which institutionality is behind these 
powerful technologies. My objective is to call on ethics 
committees to act with awareness of their responsibility 
as publicly funded entities, to frame Standards under the 
principles of responsible research and innovation. Since 
animal research worldwide claims to fulfil the three R’s 
of animal welfare, these principles are inadequate when 
we think about animals as sentient, morally relevant 
beings. | propose to show the weak points in this ethical 
assessment, and to propose effective ways help to 
overcome speciesist science. 


a eee 


RR 6: PUBLIC HEALTH ETHICS 
Venue: AuditoriumMeeting Room2 
Time: 11.45 — 13.15 
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RR6 (a): A study on zoonotic tuberculosis in 
selected rural areas of Bagalkot and Belgaum 
districts of Karnataka state 


Gopal Dabade, Ashok Kale, B R Athani, Venkatesh 
Sankri, S L Pawar, § N Megeri 


Bovine TB has been a major a public health problem 
in the United States and western European countries, 
where historically (around the year 1950) a different 
strategy has been adopted that includes mass tuberculin 
testing on animals and isolation or culling of the herd if 
an animal is found positive. 


This field-based cross-sectional study examines the 
spread of TB to humans from cattle/buffaloes. 


This study was done in five villages that were selected 
based on the information gathered through a 
questionnaire. Animals were selected from households 
having any one or more of the following: history of TB, 
diabetes, raw-milk consumption, and chronic respiratory 
diseases. Based on this information, 27-48 animals in 
each village were screened for TB by injecting tuberculin 
antigen. 


203 animals were tested; 12 were positive. These 
12 tuberculin-positive animals were associated with 
households consisting of 77 individuals. Evaluation of 
these 77 individuals resulted in identification of five 
cases of TB, two of which had been treated and cured, 
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one individual was on treatment for active TB, and 
two were fresh cases. An equal number of individuals 
(77) in households with animals that were tuberculin 
negative were also clinically examined for evidence of 
TB. In this group, one case of treated pulmonary TB was 
identified. 

Tuberculosis is a major public health issue in India and 
many developing countries all over the world. The one 
major source of infection, animals, has been totally 
neglected in India, while most developing countries 
have included this aspect and thus have achieved 
considerable success in preventing morbidity and 
mortality. The ethical implications of neglecting zoonotic 
tuberculosis in India has been resulting in large scale 
economic losses. 


Note: This paper was published in the Journal of Clinical 
Tuberculosis and other Mycobacterial Diseases, Volume 
9, December 2017, Pages 30-35. The article can be 
accessed from: https://authors.elsevier.com/sd/article/ 
§2405579417300293 


RR6 (b): Culling of badgers in England 


Zohar Lederman 


Zoonotic diseases are a global health issue, and so is 
their control. One of the most common control measures 
is culling. Millions of non-human animals are killed 
globally each year to control zoonotic disease outbreaks. 
Other than intuition, there is very little evidence that 
culling is effective in the long run or overall more cost 
effective than other preventive measures. In fact, the 
Randomised Badger Culling Trial, the largest trial to date 
that compared no culling with proactive and reactive 
culling, persuasively established the disease control and/ 
or cost ineffectiveness of culling to control the spread 
of bovine tuberculosis. This has not deterred the British 
government from continuing to kill badgers —15,548 
between 2013 and 2016. 


Badger culling in England is done under scientific 
justification and has inspired a fair share of government 
reports, scientific articles, and public discussions. As 
such, many countries would surely replicate the English 
experience, potentially putting their own wildlife at risk. 
Further, human stakeholders stand to suffer from direct 
and indirect consequences of culling of their livestock. 


populations in England and elsewhere, namely those of 
badgers and other non-human animals. Further, | argue 
that since culling has been shown largely to be ineffective 
in reducing disease in cattle, such a policy would harm 
human stakeholders in the UK, mainly farmers. 


RR6 (c): Choice architecture and antimicrobial 
stewardship in the patient—doctor relationship 


Niels Nijsingh, Anne van Bergen 


Antimicrobial resistance (AMR) constitutes a grave and 
increasing threat to global public health. Advocates 
of antimicrobial stewardship, an approach to health 
policy that focuses on the conditions for health, seek 
to address this challenge by means of a coordinated 
effort to encourage, steer, or force the relevant actors to 
appropriate action. We seek to contribute to an ethically 
justified, balanced way of implementing such efforts. 


In this paper, we will zoom in to the level of the patient—. 
doctor relationship in antimicrobial stewardship and 
focus on the role of strategies that tweak the choice 
environment of patients, with the aim of steering 
them towards better choices (“choice architecture”). 
Since the aims of AMR stewardship are not solely (or 
even primarily) related to the interest of the patient, 
the question we believe should be asked here is better’ 
in what way. How should one weigh collective and 
individual interests? 


Referencing the work of Stephen Darwall, we argue 
that choice architecture involves taking a “third-person 
perspective” and that taking this perspective for reasons 
of public health may risk disturbing the relationship: 
between doctor and patient. 


We suggest that there may be good grounds for doctors. 
to shy away from taking the managing, third-person 
stance implicit in choice architecture strategies and! 
discuss some implications. 


RR6 (d): Critical reflections on Health Impact 
Assessment: an important instrument towards 
Health For All? 


Adithya Pradyumna, MirkoWinkler, Jiirg Utzinger 


Over the past two decades, Health Impact Assessment! 
(HIA) has received institutional legitimacy in several’ 
developed and some developing countries. In developing’ 
countries, HIA has been applied more commonly to: 


| critically review the badger culling policy in England, 
continuing published work. By adopting a normative One 
Health approach, | hope to salvage the lives of voiceless 
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natural resource extraction projects. This Paper reviews 
experiences of HIA and its potential role towards Health 
for All (HFA). The approach used was a Critical reflection 
of the team’s knowledge and experience in HIA in India 
and Africa. The cases were interrogated for the values 
theoretically guiding HIAs (democracy, equity, ethical 
use of evidence and sustainability) and other values 
relevant to HFA (including human rights, justice and 
stewardship), and the roles that HIA played in facilitating 
or obstructing these in various contexts. 


IAs provided scope for consideration of risk to life 
ind health, distribution of impacts in the population, 
ind safeguarding health-determining resources. At its 
est, HIAs resulted in the mitigation and management 
Mf all health concerns. Elsewhere, they were conducted 
Nappropriately and  Adithya Pradyumna-Critical 
eflections on Health were ineffective in supporting 
olicy and project decision-making. By its nature, HIA is 
n expert-driven-or facilitated—process, and is governed 
Y a policy context. In theory, a comprehensive HIA 
llows for involvement of all concerned actors right from 
ne stage of planning- involving democracy/procedural 
Istice. It also emphasises equity—distributive justice-in 
ealth impacts. There is a need to further reflect on the 
ale of HIA in human rights and also in environmental 
ewardship. The potential of HIA remains largely 
ntapped in developing countries. 


R6 (e): Work requirements and other attempts to 
romote personal responsibility in Medicaid: Recent 
evelopments in the USA 


arald Schmidt 


1ould poor people be required to work in order to 
‘cess health insurance? Breaking controversial new 
ound, the Centers for Medicare & Medicaid Services 
cently permitted testing work requirements (WRs) 

a condition for Medicaid eligibility, approving 
plications from four states. | will describe the scope 
approved work requirements and related measures; 
entify underlying drivers and central ethical issues; and 
scribe primary care physician (PCP) attitudes towards 
Rs, by carrying out a review of federal and state policy 
jtements and a conceptual analysis. 


Rs are grounded in: economics; moral and political 
tions of personal responsibility; behavioral 
onomics; pragmatic health policy considerations; and 
» interest to further a broader notion of health. The 
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validity of these rationales will be critically discussed 
and contextualised with PCPs’ views. 


WRs create extremely high stakes situations and require 
stronger guidance to minimise health risks and protect 
people from disproportionate penalties. In some ways, 
WRs are uniquely American. But other states also tie 
social benefits to conditions. With austerity continuing 
to impact health spending globally, and given a global 
wave of populism in recent European elections, such 
measures are unlikely to become of less interest. It is 
critical to be clear about how to respond to different 
rationales, and how to mitigate negative consequences, 
intended or unintended. 


ee eee 


RR6 (f): Ethics on the hoof: Does “One Health” 
require its own ethical framework? 


Jane Johnson, Chris Degeling 


One Health (OH) is an approach to understanding and 
managing disease at species and ecological boundaries. 
With increasing scientific consensus that an OH 
approach is the most effective way of responding to 
Emerging Infectious Disease (EID) threats, there is a 
nascent literature developing around the philosophical 
and ethical dimensions of this approach. 


Inthis literature, questions have been posed overwhether 
OH demands a new ethical framework or whether it 
already presupposes its own ethical framework. In 
responding to this question, much depends on how 
ethical frameworks are construed—as drawing attention 
to particular values that encapsulate the concerns that 
pertain to a certain practice, or as tools for a procedural 
approach to decision-making. 


In this paper we will argue that if frameworks are 
considered to be the latter, then One Health can be seen 
to represent just one possible set of values in a pluralistic 
process, while if it is the former, we will suggest that One 
Health is inherently normative and carries at its heart a 
number of ethical imperatives which set it apart from 
existing ethical frameworks. 


If the reasons to pursue a specifically OH framework 
are convincing, there are principles around which such 
a framework could be built. Attempting to develop 
such a framework might be fruitful not only in terms of 
delivering a new framework for EIDs in public health, 
but in helping clarify thinking on OH. 
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RR6 (g): Expanding bioethics via the concept of 
OneHealth 


Simon Coghlan 


The OneHealth idea claims that human health is 
profoundly influenced by animal and environmental 
health. Maximising global wellbeing, it says, requires 


radical reassessment of conventional healthcare 
approaches, including fostering greater multi- 
disciplinarily. 


This presentation explores the concept of OneHealth. 
Although an old idea, some of One Health’s ethical 
features are shaped by contemporary moral 
developments, especially increasing ethical recognition 
of people in lower-income countries and wild/domestic 
animals. Arguably, this puts pressure on bioethics to 
enlarge its developed-world and human-centred focus. 


Discussions of OneHealth may try to import moral 
principles or theory. This presentation takes a different 
route, by exploring ethical ideas that arguably are 
already connected, strongly or loosely, to OneHealth. 
Terms may acquire meaning from the context and 
manner in which they are used. While “OneHealth” may 
appear essentially a scientific/pragmatic concept, that 
term connects with value-laden ways of speaking. At the 
very least, OneHealth is primed to give rise to certain 
ethical values. 


OneHealth arguably has the beneficent goal of 
achieving “optimal” health for humans, animals, and the 
environment. OneHealth may be connected to values 
such as fellowship, justice, solidarity, and compassion 
in relation to vulnerable people and animals. Thus, 
OneHealth has critical potential. It could be used to 
morally criticise some health programs that overlook 
the needs of vulnerable developing-world people and 
animals/ecosystems. By exploring the above ideas, this 
presentation will invite bioethics to consider a more 
universal conception of “health for all”. 


RR7:ADVANCES IN HEALTH TECHNOLOGIES AND 


ETHICS 
Venue: Annexe Meeting Room 
Time: 11.45 — 13.15 


RR7 (a): Robot-touch: Proactive ethics for assistive 
robotics in elderly care 


Madelaine Ley 


According to the UN’s 2015 World Ageing Report, the 
number of people over the age of sixty will increase by 
56% by 2030. Across the world, care-robots will be used 
more frequently to help mitigate the surging need for 
physical and emotional labour. My paper investigates the 
social and ethical implications of using assistive robotics 
in elder-care, focusing especially on how increased 
robot-touch might affect feelings of loneliness. 


Interpersonal touch is essential to human well-being and 
is constant in elderly care, but it often goes overlooked 
because it occurs in seemingly mundane activities like 
changing one’s clothes or washing food around one’s 
mouth. Through phenomenological analysis | argue that 
these moments are not devoid of value, but are events 
of non-verbal communication that have the potential 
to provide a person with a sense of ease and support. 
Touch, | argue, plays an essential role in expressing 
togetherness and solidarity between humans. To 
design robots to imitate this dynamic is emotionally- 
manipulative, especially in cases where people are 
susceptible to loneliness. 


From a proactive ethical stance, my paper urges 
technology developers and healthcare planners to 
consider the importance of human-to-human physical 
contact during the implementation process of care- 
robots. Relationships of human-touch are complex, 
and there are cases where the touch of a robot may 
be preferable—people can be biased, messy, and even 
abusive. But, if human-contact is not properly taken into 
account, its benefits risk being unequally distributed 
across social, economic, and geographic divides. 
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RR7 (b): An analysis of the ethical issues in the 
application of artificial intelligence technology to 
public health 


Shanshan Wang 


Artificial intelligence technology is mainly applied to 
chronic disease management, health management, 
virtual assistants, clinical decision Support, and disease 
screening and prediction in public health. It is essential 
for us to systematically analyse the ethical implications 
for scientific progress, the wellbeing of human beings, 
and the welfare of future generations and accordingly 
put forward policy suggestions. 


The paper analyses several ethical issues, such as 
fair access to the applications of artificial intelligence 
technology; technological safety; data security; and 
avoidance of discrimination through ethical justification, 
iterature analysis, and reflective equilibrium. 


‘rom the scientific perspective, we Support the 
Jevelopment and application of artificial intelligence 
echnology in public health, but we must pay attention 
0 avoid algorithmic discrimination and endeavour to 
ichieve fair access and distribution to the applications 
f artificial intelligence in public health. The analysis of 
thical issues in this field should follow the principles 
1f beneficence/nonmaleficence, transparency, justice, 
espect, safety, and security. 


ee Te iT a a TT ae ee 


{R7 (c): How was | made and who can | be? Genetic 
nanipulation and self-conception 


mily Postan 


his paper re-examines the claim that we have a right 
) know about our biological origins. It does so in the 
ontext of two recent developments in reproductive 
schnologies: mitochondrial replacement techniques 
nd embryonic gene-editing. It argues that knowing 
vat One was created using either of these technologies 
ould play a significant role in one’s identity. 


builds its ethical argument upon a particular normative 
Nception of identity, according to which one’s self- 
arrative benefits from reflecting one’s embodied 
(periences. And it is supported by accounts of people’s 
actions to receiving information about diverse aspects 
their biological lives. 


doing so it challenges two prominent contentions: 
at positing the identity-relevance of biological origins 
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depends ona genetically-reductive view of identity; and 
that alterations to embryonic genomes are pertinent 


to self-conception only when they entail phenotypic 
changes. 


It argues that current debates about the possible 
identity-impacts of mitochondrial replacement or 
embryonic gene-editing—on any individuals thus 
created—place too much emphasis on the heritability 
of traits, or puzzles of numerical identity. Meanwhile 
too little attention is paid to the significance of being 
able to construct coherent self-narratives. 


This paper offers a fresh way of conceptualising our 
interests in knowing about our Origins and, in doing 
so, highlights the necessity of attending to identity- 
development in ethical debates about emerging 
reproductive technologies. As such it aims to contribute 
to ethically-informed policies governing the uses of these 
techniques at a stage when their potential reproductive 
uses are being debated globally. 


Sp TURRET ar peepee ee ane eres ee 


RR7 (d): The ethical dilemma of mosaic embryos in 
reproductive medicine 


Aisha Michelle Lewis 


The field of reproductive medicine is no stranger to 
ethical dilemmas as scientific advancements, driven by 
the need to improve clinical outcomes, often outpace 
the industry’s moral response. This seems true for the 
current practice of Pre-Genetic Screening (PGS) in In- 
Vitro Fertilization, where a human embryo is biopsied to 
determine chromosomal normality prior to introduction 
into the uterine cavity. Guided by the theory that 
transferring a chromosomally normal embryo will 
increase pregnancy rates, this procedure has become 
quite popular. However, the practice has also identified 
a much higher than expected number of embryos that 
cannot be classified into euploid/aneuploid categories. 
These embryos contain both chromosomally normal and 
abnormal cell lines—they are mosaic. This unexpected 
finding has the industry questioning whether or not PGS 
Classification is reliable. Recent research has shown 
that at least some of the mosaic embryos are actually 
euploid, despite their PGS classification of mosaicism. 
As scientists scramble to determine the validity of 
the mosaic classifications, clinicians are grappling 
with mosaic embryo disposition. Do they discard 
potentially normal human embryos? Do they transfer 
potentially abnormal embryos? Are the patients aware 
of the possibilities that the classifications may not be 
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definitive? Are they allowed a voice as to what to do 
with these embryos? These are weighty questions that 
have interesting ethical considerations. 


This discussion will use the ethical principles of 
autonomy, beneficence, nonmaleficence and justice to 
analyse the issues that have arisen from PGS and the 
identification of mosaic embryos. 


RR7 (e): Mobile bodies, mobile markets: The shifting 
base of commercial surrogacy from India ( 


Sayani Mitra 


This paper discusses the fluidity of the global commercial 
surrogacy industry, and its new routes of mobilities to 
survive the rapidly changing surrogacy laws all over the 
world. It is through these new mobilities that bodies, 
technology, labour, hope and the market itself become 
mobile. However, these mobile markets rest upon 
their ability to make the locally bioavailable surrogates 
biomobile. Drawing on ethnographic research conducted 
during 2014 at surrogacy clinics in New Delhi, this 
presentation problematises shifting market locations 
of transnational surrogacy between India and Nepal for 
performing gay commercial surrogacy. Transnational 
mobilities rest upon the micro-coordination carried out 
at the local level. However, the absence of any clear laws 
to protect the rights of any of the actors involved makes 
the surrogates and their labour much more precarious. 
By discussing the situation of Indian surrogates who 
were stuck in Nepal after the earthquake during 2015, 
this paper maps the ethical and legal complexities that 
arise out of shifting surrogacy markets and questions 
the feasibility of the nationally imposed surrogacy bans. 
It seeks to problematise the ethics of the emerging 
transnational mobilities and immobilities, in the context 
of changing legislations and surrogacy bans, and 
challenges the viability of such bans. 


RR7 (f): Womb tech: ethics and global 
responsibilities of womb-related reproductive 
technologies 


Tiia Sudenkaarne 


Inthe 21stcentury, reproduction has become increasingly 
technologically mediated for those with the resources 
to access such services. | interrogate the ethics of 
womb-related reproductive technologies (WRRTs) and 
utopias/dystopias of ectogenesis. Both can be critically 


perceived as aspirations to procreate without the 
reproductive work formerly essentially performed by the 
human female and her womb. Albeit inviting criticism, 
Surrogacy can be understood as human-mediated 
reproductive technology. Some countries favour medical 
interventions such as womb-transplants over surrogacy 
arrangements. The fascination over extrauterine foetal 
incubation and ectogenesis stands in stark contrast to 
surrogates fighting for a right to get a salary for their 
reproductive work, despite acknowledging gross moral 
harms that can result from commercial surrogacy. The 
purpose of this paper is to discuss the ethics and global 
responsibilities stemming from this setting. 


With an application of the reflective equilibrium 
method informed by feminist bioethics, | discuss WRRTs 
as gendered reproductive technologies to map out the 
global responsibilities they entail. | also introduce queer 
bioethical approaches. What moral pros and cons do 
gendered reproductive technologies entail? How do 
WRRTs and surrogacy compare in ethical analyses of 
global responsibilities? Is the total ban of commercial 
surrogacy ethically more sustainable than ectogenesis 
would be? If so, on what grounds? 


WRRTs are not immune to demands of global 
responsibilities. Gendered reproductive technologies 
alter the operational logics and metaphysical conditions 
of gender, sexuality, and reproduction and must be 
scrutinised for reproductive rights and justice issues, 
especially in terms of female embodiment. 


RR7 (g): Ethical, legal, and social issues in 
biobanking in South Africa: developing context- 
specific educational modules for LMIC settings 


Shenuka Singh, Keymanthri Moodley 


Biobanking raises multiple ethical, social, and legal issues 
around bio specimen donation, participant involvement, 
individual rights, and stakeholder responsibilities. 
These challenges surface frequently in Africa, where 
bio specimens have historically been extracted to 
first-world settings—with or without consent. There is 
hence a dire need for robust governance processes and 
strong community engagement to build public trust in 
biobanking, yet there are limited training opportunities 
for researchers, clinicians, and research ethics committee 
members in South Africa and other Low- and Middle- 
Income Countries (LMICs). Lack of capacity building 
inevitably perpetuates disparities and inconsistencies in 
biobanking practice and training opportunities must be 


[ 160 } 


made available to address this Sap. However it is equally 
important that training be accessible, appropriate, and 
contextualised to local settings in South Africa. 


One way of addressing this gap is the development 
ofcontextualised educational activities for stakeholders 
in biobanking practice through a platform that enhances 
access to training and skills development. Stakeholder 
“Ngagement was conducted to identify and refine training 
modules. Data collection included semi-structured 
nterviews and a self-administered questionnaire. 


An online training programme on the ethical, social, 


ind legal aspects of biobanking was developed through 
takeholder engagement. 


-nhancing capacity development in biobanking carries 
he potential of improving the governance of biobanking. 
takeholder involvement in the development of 
raining modules on ethical, social,and legal aspects of 
iobanking could ensure that training is appropriately 
ontextualised within local settings. 


i 


R 8: END OF LIFE, PHILOSOPHY, THEOLOGY 
enue: Cardinal Gracias Hall 
ime: 11.45 — 13.15 


5 Sey memes 


R8 (a): Advance directives and passive euthanasia: 
he Indian story 


haskarjit Neog 


>cognising the right to die as an integral part of Right 
) Life, a fundamental right enshrined in Article 21 of 
e Constitution of India, a five-member bench of the 
ipreme Court of India on March 9, 2018 unambiguously 
clared the legitimacy of passive euthanasia in India. 
le crux of the judgment lies in their endorsement 
advance directives, commonly referred to as living 
Il, allowing terminally-ill patients with no hope of 
y recovery to embrace a dignified death by asking 
regivers and clinicians to withdraw life support. The 
rdict is undoubtedly a historic one. However, while 
ost of these discussions are going gaga over the niceties 
the judgment as it seems to have brought in more 
rity on the existing legal provision on euthanasia, 
le effort has been made to unravel the critical side of 
vance directives and its implications. 


this paper, highlighting some of the theoretical as well 
practical concerns of advance directives in general, 
irgue that we ought to be particularly concerned 
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about it in the context of the Indian socio-cultural set- 
up. Drawing attention to some of the most formidable 
philosophical thoughts about the problem of self- 
identity and communitarian decision-making processes 
in our society, | argue that the picture of moral authority 
that the doctrine of advance directives supposedly 


represents may not be as rosy as it is often made out 
to be. 


Eee 


RR8 (b): The legislation of the Patient Right to 
Autonomy Act and changes in the practice of filial 
piety in Taiwan 


Yicheng Chung 


In2016,anewlawonpatients’ rightstoself-determination 
at the end of life was passed in Taiwan. The Patient Right 
to Autonomy Act extended the permissible range for 
withholding or withdrawing life-sustaining treatment 
for patients with these conditions: irreversible comas, 
permanent vegetative state, severe dementia, and 
unbearable and incurable suffering. As it is the first piece 
of legislation in Asia to allow non-terminally ill patients 
to refuse treatments, the challenge with this new law is 
to facilitate Advanced Care Planning within the cultural 
background of filial piety in Taiwanese society. The 
idea of prolonging lives is a practice of filial piety, and 
decision making at the end of life is considered one of 
the most difficult tasks for older people and their family 
members. 


This presentation aims to illustrate this ethical dilemma 
by examining the discussions that took place during 
the development of the legislation and the newly 
proposed methods of practicing filial piety established 
by lawmakers to fit within the purposes of the new law. 
The concept of relational autonomy and the dual filial 
piety model were used to analyse the self-determination 
of older persons in Taiwan. This study concludes that 
while the influence of filial piety weakened as the 
nuclear family became more dominant, it still plays an 
important role in the decision-making processes at the 
end of life. Therefore, changes in the practices of filial 
piety are necessary before the implementation of the 
new law in 2019. 


eee 
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RR8 (c):Abandonment: Ethical and legal perspectives 


ME Yeolekar 


The marginalised and vulnerable substantially matter 
when one considers inequalities in healthcare. 
Abandonmentin this context seems to be underreported, 
and my observations in the hospital setup as clinician 
and administrator over a four-decade period constitute 
the content of this presentation. 


Abandonment—the act of which is variously referred to 
as someone having been “deserted, left, forsaken, cast 
aside, or (informally) ditched/dumped”—can manifest 
diversely in setups such as medical practice, casualty/ 
emergency, and ward/field setups and has many 
medicosocial and ethicolegal implications. Broadly, the 
element of neglect and being deserted—left without 
needed care, protection, and support—tend to get 
projected. 


Abandonment may occur in several forms: a) patient 
abandonment, a form of medical malpractice, occurs 
when a physician terminates the doctor-patient 
relationship without reasonable notice and fails to 
provide the patient with an opportunity for replacement; 
b) a patient is dropped at the casualty/emergency 
department without a report or transfer of care being 
acknowledged; c) being left by relatives / loved ones 
with the hospital with no food or medicines, often as 
“unknown” or “unidentified”; d) when a_ hospital’s 
emergency system fails to respond to a patient’s call for 
help; e) professional abandonment at end-of-life care. 


This paper elaborates on the ethical aspects of these 
situations and elaborates on the legal components, 
citing some real-life examples in both Indian and global 
contexts. 


RR8 (d): Cadaver disrobing: A ceremony to learn 
empathy from the dead 


V Dinesh Kumar, S§ Jayagandhi, V K Nim, Thomas 
Alexander 


First exposure to a human cadaver is potentially a trauma 
trigger but can also serve to develop reflective writing 
and empathy amidst students. The student—cadaver 
relationship stabilised on humanities can serve as 
stimulus for a future doctor—patient relationship, calling 
for the “humanities” in medicine to be incorporated into 
the anatomy curriculum. This study aims at documenting 
Students’ experiences of this potential trigger in 
cognitive, behavioural, moral, and affective domains. 


The study, involving 100 new medical students, was 
intended to document the affects produced on seeing 
a cadaver for the first time. This initiative involves the 
cadaver being sequentially disrobed and the feelings 
of the students along with their observations being 
recorded stage by stage. At the end of the course, 
students were involved in a ceremonial offering of 
gratitude to their “first patient”. The effectiveness of the 
program in reducing the disgust towards cadavers was 
recorded. By using phenomenological methodology, the 
responses were thematically analysed. 


The responses of the students, based on “reflective 
writing”, were classified into affective, cognitive, moral, 
and behavioural domains according to the triune brain 
model. Two columns were generated, one summing 
up the responses to initial exposure and the other the 
reflections at the end of dissection classes. Regarding 
effectiveness, 43 students graded the approach 5/5, 30 
students graded it 4/5, and 22 students graded it 3/5. 
Responses during the gratitude ceremony are generated 
as such. 


Our initiative provides adequate scope for reflective 
writing, fulfils most criteria for a hidden curriculum, 
and acts as a foundational step for bioethics. Rather 
than being reduced into a narrower set of generalisable 
constructs, as in qualitative studies, students’ holistic 
experiences when presented as such would convey the 
intended plurality. 


Note: 


This work has been published as the following article: 
Kumar VD, Jayagandhi S, Nim VK, Phansalkar M, 
Alexander T. Cadaver ceremonies as a foundation step 
for bioethics: A phenomenological study. Int J Anat Res. 
2017 Aug;5(3.2):4195—203. 


RR8 (e): Should soliciting for organs be allowed 
through social media 


Sunil Shroff, Pallavi Kumar, Sumana Navin 


Social media is increasingly being used for soliciting 
living donors for kidney or liver. This new unchartered! 
frontier in organ donation has created multiple ethical 
challenges. On the one hand, it allows a person whor 
has no living donor to find an altruistic donor but oni 
the other it has opened the floodgates to commercial! 
organ donation. Soliciting donors through social media: 
meets the principle of autonomy of an individual, but 
the person soliciting donors may misrepresent or 
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portray only what is appealing to another Person to gain 
advantage. All this can result in a bias that favours only 
certain candidates and can create an unfair advantage 
in availability of scarce organs. A potential recipient 
may also put emotional Pressure on friends and others 
through social media leading to coercion in decision 
making. The worst situation is where a commercial 
Jonation through private transaction happens through 
advertising on the social media without the knowledge 
f the clinicians. The presentation will look at such 
roblems and possible solutions. 


-urrently there are conflicting guidelines from different 
lational and international societies on soliciting donors 
hrough social media, however the position statement 
aken by the UK National Health Service seem to be the 
nost reasonable. All national societies need to evolve 
heir own consensus guidelines to resolve these new 
thical dilemmas that clinicians encounter when they 
re presented with one or more potential donors who 
ave been selected though social media solicitation. 


===: anna nee eeeeee ee 


R8 (f): Influence of the extended family in decision 
1aking on donating organs — Ethical dilemmas 


ujatha Suriyamoorthi, Sumana Navin 


/hile organ shortage remains a universal challenge, 
imily refusal seems to be one of the barriers in meeting 
ve need for organs for transplantation. Deciding about 
Onating the organs of a loved one is distressing for 
grieving family, especially if the preference of the 
2ceased is unknown. Consenting to donate is less 
ely when there is a conflict within the family, more 
) in countries like India where extended family plays a 
ucial role in supporting families during the time of loss. 
is poses the ethical dilemma of whether to include 
- exclude the extended family in the decision-making 
ocess. We will present case studies of families that 
ere approached for organ donation in Rajiv Gandhi 
overnment General Hospital (RGGGH), Chennai 


cases of extended family influencing the next-of- 
1 (NOK) not to donate after an initial willingness to 
nate, the ethical dilemmas involved in including 
tended family in decision making are: a) Will this 
mpromise the autonomy of the NOK/deceased whose 
eference is unknown? b) Will this compromise the 
inciple of beneficence to the NOK by not allowing the 
nily to express their altruism? The ethical dilemma in 
cluding the extended family from decision making is: 
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Will this compromise the principle of non-maleficence 
as it might harm the social] structure of the family? 
Promoting family conversations about the expression 
of an individual’s wish for organ donation, and training 
healthcare professionals in orienting the families could 


help in increasing the consent rate for organ donation 
after brain-stem death. 


EE eee 


RR8 (g):Woodruff’s reverence as a foundational 
virtue for bioconservatism 


Jason D. Keune 


Bioconservatism, a position of hesitancy when it comes 
to technological human enhancement, has deep 
roots in multiple, very different worlds, from Christian 
conservatism to environmental activism to disability 
culture. Bioconservative thought has been criticised 
as being intuitional, poorly defined, and generally 
unsuccessful, in part due to its disparate foundations. 
In this paper, | bring Paul Woodruff’s contemporary 
conceptualisation of reverence to bear on this problem. 
Woodruff traces reverence to Thucydides—it is the 
“capacity for awe, respect and shame” measured with 
a “sense that there is something larger than the human 
being.” According to Woodruff, reverence works as a 
virtue if its object either “cannot be changed by human 
means,” is not “fully understood by human experts,” or 
is transcendent. Reverence as a virtue has the ability 
to ground and unite the various bioconservatisms and 
capture its divergent strands. It can generate ways 
that an essential, coherent and distinct, yet defeasible 
concept of what it means to be human, against a future 
backdrop of transhumanism and artificial intelligence, 
can be discovered through reverent regard for human 
forms: a certain becoming for humankind in light of the 
certainty of future technological advances. Such regard 
is distinct from simple naturalism since what of human 
forms it is right to be reverent about is bound to evolve 
and take new shapes as humankind moves forward. 
As artificial intelligence approaches and achieves a 
singularity, and humanity its certain posthuman future, 
not only will bioconservatism require reverent regard 
for human forms, but transhumanism will as well. 
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RR8 (h): Can there be a uniquely Indian (Hindu) 
Bioethics? 


John Lunstroth 


To explore whether basic concepts of Sanatan Dharma 
can be usefully applied to bioethics analyses, the 
purusharthas (artha, kama, dharma, moksha) can be 
tested as contexts or purposes within which bioethics 
is a coherent set of ideas.Artha and Kama, within socio- 
political dharma, are the proper contexts/purposes 
within which the contemporary concepts of bioethics 
make sense. 


Many global bioethicists seek to use philosophical 
and/or theological concepts from different [religious] 
traditions to explore whether any of the individual major 
traditions can reasonably argue they have a unique set 
of bioethical principles for that particular tradition or 
religion. Many who seek to apply the Sanskritic traditions 
of the Subcontinent to bioethics, both naive (not trained 
in philosophy) and educated, open their discussions of 
“Hindu bioethics” with obligatory references to the 
purusharthas and the ashramas, and sometimes to the 
varnas. They then launch into attempts to apply the 
concepts of atman, brahman, samsara, karma, moksha, 
dharma, and so on to bioethical issues. These attempts 
uniformly fail for two main reasons: (i) the authors do 
not study within a tradition in which they are taught 
the practical meaning of those terms; and (ii) most 
importantly, those concepts are appropriate for the 
vanaprastha and sannyasinashramas, for the higher 
dharma and mokshapurusharthas. We must look to the 
manu, dharma, kama and artha sastras and sutras to 
discover traditional principals we can apply to bioethics, 
because bioethics is appropriate to the purposes 
of kama, artha and socio-political dharma, and the 
brahmacharya and grihastha stages of life. Those in the 
vanaprastha and sannyasinashramas become subject to 
moksha dharma. 


PARRALEL IN-CONGRESS WORKSHOPS/ SYMPOSIA 
WS/S18 TO WS/S34 

Venue: Annexe Meeting Room 

Time: 14:15 - 15:45 


WS/S18: The ethics of priority setting on the path 
to national health insurance in South Africa: Public 
engagement, using social justice theories to assess 


impacts on disadvantage, and development of an ethics 
framework for health priority setting 


Facilitators: Carleigh B Krubiner,Ravikanthi Rapiti,Aviva 
Tugendhaft, Ruth R Faden, Nicola Barsdorf and non- 
presenting contributors: Kalipso Chalkidou, Michael 
DiStefano, Karen Hofman, Ryan Li, Maria Merritt, 
Nicola Christofides, Marion Danis, Agnes Erzse, Marthe 
Gold, Kathleen Kahn, David W Dowdy, Vadim Dukhanin, 
Alexandra R Searle, Andrea L Stennett, Alice A Zwerling 


Priority-setting for health is morally complex with 
unavoidable trade-offs. As South Africa moves forward 
with the implementation of National Health Insurance 
(NHI), with the aim of delivering high quality, affordable, 
and equitable health care for all citizens, policymakers 
will inevitably face ethical dilemmas in healthcare 
coverage decisions. Tough decisions will have to be made 
on how to use a limited health budget to cover the vast 
and diverse needs of the population. This symposium 
will cover three complementary areas of research on the 
ethics of health priority-setting in South Africa. The first 
project explores a novel approach to engage the public in 
health coverage decisions by using a game-like allocation 
tool called “Choosing Healthplans All Together” — with 
findings presented from a pilot in Bushbuckridge. The 
second project explores the ways that prominent social 
justice theories can inform assessment of health coverage 
decisions alongside traditional approaches to economic 
evaluation. The approach is informed by a case study of 
treatments for multi-drug resistant tuberculosis (MDR- 
TB), drawing on qualitative interviews with patients, 
providers, and community leaders in South Africa to 
elicit dimensions of wellbeing not well-captured in 
common approaches to cost-effectiveness analysis. The 
third project is a proof-of-concept study that brings 
together a variety of country stakeholders to develop 
an ethics framework for priority-setting specified to 
the South African context. Once the multi-stakeholder 
working group has developed a provisional framework, 
it will be tested by conducting ethics analyses alongside 
economic evaluation for health interventions being 
considered for coverage under NHI. Collectively, this 
body of work in South Africa provides insight on how 
different approaches and inputs into priority setting 
processed can enhance policymakers ability to navigate 
ethics challenges to make better decisions on the path 
to universal health coverage (UHC). 
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Venue: Auditorium Meeting Room 1 
Time: 14:15 - 15:45 
WS/S 19:The ethics of “We”- medicine: Solidarity, 


social care and public Participation — a critical revi- 
sion 


Davidovitch, Katharina O Cathaoir, Katharing Beier, 
Mark Schweda 


In this international panel, we wantto analyse the current 
worldwide trend in modern medicine towards collection 
of more data, more bio-specimens and towards involving 
more patients under the umbrella term of “big data and 
personalised medicine”. While the promise of more 
“personalised” or stratified medicine refers to better 
care, it also fuels collectivistic perspectives of what is 
300d for the general public or even a national health 
sare community. 


This panel hence focuses mainly on the theoretical 
ackground conceptions related to the ethical presump- 
ions of this debate. We want to analyse and discuss the 
inderlying collectivised perspective on medicine, here 
alled “we-medicine” and how it raises particular ethi- 
al issues: the three main topics will be solidarity, public 
ealthcare and public/patient participation. 

Sar ene eel la 


fenue: Auditorium MeetingRoom 2 

ime: 14:15 - 15:45 

VS/S20: Public, patient, and community engage- 
rent: Concepts and cases 


acilitators: Mark Sheehan,Matthew McCoy, Leah 
and, Paulina Tindana, Dorcas Kamuya, Phaikyeong 
heah, Phoebe Friesen, Karin Jongsma, Michael Dunn 


cross the globe there is a broad range of strategies 
ry involving communities in research. Often the 
stification for these strategies as well as the basic 
\perative to involve communities is implicit and 
Varticulated. Indeed, in broader contemporary society 
ere is an increasing presumption, rather than an 
‘plicit justification, that the relevant communities will 
» robustly involved in decisions about both medical 
re and research. The primary focus of this symposium 
to be more explicit about the ethical justification 
r community engagement and the ethical concepts 
at are relevant to it. As such the primary question 
the symposium is: Why should patients, public, and 
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communities be involved in medical research? 


The symposium will begin with an exploration of 
justifications that may underlie public, patient, and 
community engagement, and the introduction of 
an important distinction between the _ rationales 
that provide the foundation for engaging the public 
versus the rationales that provide the foundation for 
involving patients. We then introduce a range of cases 
of community engagement from around the globe, 
which help to illuminate how distinct justifications for 
engagement ought to lead to distinct methodologies for 
engagement. Finally, three concepts that arise within 
discussions ofcommunityengagement, “representation”, 
“expertise”, and the idea of the “public witness”, are 
discussed in relation to the question of justifications for 
engagement. 


The project brings together centres and individuals 
with significant experience in research ethics and 
global research ethics, to explore issues that are of 
contemporary importance in ensuring better health, 
through research, for all. The project will offer attendees 
the opportunity to reflect on the distinct rationales 
for community engagement, key ethical concepts in 
engagement and how they ought to shape distinct 
methodological commitments in health research and 
policy. 

a i 


Venue: Community Health Demonstration Room 1 
Time: 14.15 — 15.45 

WS/S21: Ethical challenges in the implementation 
ofgene drive technology 


Facilitators: Reuven Brandt, RamyaM Rajagopalan, 
Tarun Menon 


Gene drive technology makes it possible to rapidly 
propagate engineered genetic sequences throughout 
a wild population of a target species or sub-species. 
Research teams around the world are working on ways 
to use this technology to reduce or even eliminate the 
transmission of malaria from mosquitos to people. Two 
strategies under development are to (1) propagate 
genes that prevent mosquitos capable of carrying 
malaria from reproducing, and (2) propagate genes that 
render mosquitos resistant to infection from the malaria 
parasite. Similar strategies are being developed for the 
abatement of other mosquito-borne diseases, such 
as the Zika virus. Given the human toll of mosquito- 
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borne disease, especially in the developing world, this 
technology has the potential to improve the lives of 
millions of people. 


However, the use of gene drive technology raises serious 
ethical problems. Its use would be unprecedented in 
that it involves the deliberate introduction of engineered 
genetic sequences into wild populations. This raises 
theoretical worries about the permissibility of the wide- 
spread genetic engineering of nature and practical 
concerns about the potential for ecological damage. 
Additionally, in places where it is implemented affected 
individuals would be unable to ‘opt-out’ of interacting 
with engineered mosquitoes, which raises questions 
about consent and the decision-making involvement 
of local stakeholders. This interdisciplinary and 
international pane! will discuss the ethics of gene drives 
centred around three broad themes: (1) how the ethical 
concerns raised by gene drive technology are different 
from those arising in the agricultural GMO debate; (2) 
whether we ought to place special moral weight on the 
genetic nature of this technology; and (3) given that 
mosquito-borne diseases disproportionately impact 
those in the developing world, how and why we ought 
to develop ethical frameworks attentive to local social 
contexts to ensure that gene drive technology mitigates 
rather than exacerbate global health disparities. 


Venue: Community Health Demonstration Room2 
Time: 14:15 - 15:45 

WS/S22: Patents and access to medicines in India: 
Five years after the Novartis case 


Facilitators: Kajal Bharadwaj, Amit Sengupta,YK Sapru, 
Shubha Mauagal, Feroz Ali 


In 2013, the Supreme Court upheld the strict application 
of a pivotal public health safeguard in India’s patent law— 
Section 3(d) of the Indian Patent Act, 1970, amended 
2005. The provision aims to restrict the practice of 
multinational pharma companies of filing multiple, 
overlapping patents on the same medicine to prolong 
their exclusive rights and delay generic competition 
which is critical to affordability of medicines. 


Section 3d was introduced in 2005 as India amended its 
patent law to comply with WTO obligations, reversing 
decades of public policy that denied product patents on 
pharmaceuticals. Section 3d was supposed to limit the 
adverse impacts of pharmaceutical patents and became 
the basis for the refusal of a patent to Novartis on the 


anti-cancer drug Glivec. Novartis’ appeals against this 
decision ended with the Supreme Court decision which 
has been hailed globally as a public health victory. 


The Novartis case exemplified the battle between 
patents and access to medicines raising several issues: 
ls there a difference between innovation and invention? 
Who really invests in R&D in medicines? What is the 
purpose of the patent system in relation to healthcare? 


The case also raised several ethical issues that impact 
universal access to health care services: Is access to 
medicines charity or a right? Should the right to health 
have priority over Intellectual Property Rights (IPRs)? Do 
developing countries have a sovereign right to protect 
health within the international trade regime? How 
should private rights, such as IPRs, be balanced against 
the rights of a community. This workshop will, in the 
light of the above, discuss various facets of this case 
and examine its impact on the realisation of the Right tc 
Health in India over the past five years. 


Venue: PathologyDemonstrationRoom 1 

Time: 14:15 - 15:45 

WS/S23: Ethical and social implications of HIV 
“cure” research in a resource constrained setting: 
South Africa 


Facilitators: Keymanthri Moodley, Anita Kleinsmidt, 
Melany Hendricks 


Global inequities in healthcare have historically raisec 
ethical concerns around justice. Such inequities have 
impacted communicable diseases, including HIV! 
expanding the range of ethical dilemmas in clinical anc 
research settings. Inequities in access to antiretrovira! 
treatment, poor adherence to long-term treatment: 
suboptimal prevention and the high burden of Hl\ 
disease in South Africa, make “cure” or viral eradication 
a health imperative. 


Eradicating HIV is scientifically challenging witH 
Strategies ranging from very early treatment, ta 
eradication of reservoirs, therapeutic vaccines and gene 
therapy. These strategies may result in a functional cure 
or remission (in which case HIV may return later) or 4 
sterilising cure (in which case HIV will be eradicated 
or cured for life). Against this backdrop of scientific 
complexity, this symposium aims to highlight the ethicat 
and social concerns associated with HIV cure research in 
South Africa. 
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2 
he first presentation, set in the context of HIV research 
1 Africa, will introduce the contentious history of “cures” 
¢ “pseudo cures” and its impact on contemporary anid 
uture perceptions of “cure” by research participants. 
he history of HIV research over three decades has taught 
s that engaging with a broad range of Stakeholders via 
mative research ahead of the science is important to 
stablish perceptions around how “cure” is understood. 
his improves consent processes critical to ensure ethical 
ure” research. To illustrate this, empirical qualitative 
search around consent processes will be presented 
| the second talk. Finally, engaging with communities 
) deconstruct the complex language of “cure science” 
consent processes will be discussed based on the 
evelopment of interactive educational tools to enhance 
je understanding of consent information. 


lis symposium will be of value to conference delegates 
terested in HIV ethics in general and HIV cure research 
particular, working on developing authentic consent 
ocesses for research, and reviewing HIV research 
otocols on Research Ethics Committees (RECs). 
ssons learned may be extrapolated to other types of 
search. 


nue: Physiology Dernonstration Room 1 

me: 14:15 - 15:45 

$/S24: Ethically situating high-cost medical inter- 
ntions and programs in Universal Health Coverage 


cilitators: Calvin W. L. Ho, Roy Joseph, Andreas A 

is, Nancy S Jecker, Karel Caals, Sunita V. S. Bande- 

tr, Vijayaprasad Gopichandran, Joseph Millum, Abha 
sena, Klara Tisocki 


ancial risk protection that is entailed in Universal 
alth Coverage (UHC) and the values it engenders 
ate directly to the cohesion and resilience that health 
terns should have to respond effectively to a rapidly 
inging environment. In many health systems, however, 
ith workforce limitations and the financial burden 
t high-cost medical interventions and programs 
sent are indicative not only of systemic failings but 
) of moral distress and disenfranchisement at many 
2Is. These concerns cannot be effectively addressed 
hout fundamentally re-evaluating, and perhaps 
) re-shaping, the value premises upon which health 
ems have developed. 


; symposium discusses the ethical underpinnings 
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of how UHC as an equity-focused initiative is being 
implemented in a number of countries to meet these 
challenges. The context for the discussion will be 
international norms underscored by the WHO to guide 
ethical decision making by its member states as they 
work towards UHC as an equitable enterprise. The WHO 
guidelines set out an analytical framework anchored by 
three considerations—fair distribution, fair contribution, 
and cost effectiveness—within which certain trade- 
off decisions could be Critically evaluated. These 
considerations have a crucial role in ordering the priority 
of certain health workforce Capabilities (in terms of 
both products and services), distribution of benefits and 
burdens, and determining the scope of health coverage 
(through means such as reducing barriers to access and 
financial risks). The outcomes from this symposium are 
expected to include: (1) an understanding of equity and 
fairness in relation to other values such as solidarity 
and individual responsibility; (2) an appreciation of the 
strengths and limitations of integrating human rights; 
(3) a recognition of the need to ensure accountability 
through greater transparency and means such as multi- 
stakeholder engagernent; and (4) suggestions for future 
research into building resilience and responsiveness in 
health systems. 


Venue: Biochemistry Demonstration Room 1 

Time: 14:15 - 15:45 

WS/S25:Transforming gender and sexuality teaching 
in medicine: An LGBTQIA perspective 


Facilitators: Ketki Ranade, Vinay Chandran, Asha 
Achuthan,Mohan Raju 


Healthcare teaching in India has had limited exposure 
to perspectives on gender and sexuality. Beginning with 
sexual history taking to handling sexually transmitted 
infections, traditional teaching methods avoided gender 
or sexuality narratives either due to personal discomfort 
or due to a lack of awareness. The deep stigma attached 
to the HIV pandemic may have had a catalytic effect on 
the way teaching medicine changed. In addition, the 
growing influence of gender and sexuality movements 
across South Asia has made it imperative to move 
away from a disease-model education and practice to 
a more inclusive experiential format that empowers full 
disclosure of personal histories and actively facilitates 
non-judgmental practice by medical professionals. The 
papers in this panel will present three viewpoints on 
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how this can be achieved. They will examine a history 
of medical teaching and its dependence on categories, 
the nature of the medical teaching institution and how 
it perpetuates stigma through avoidance or personal 
prejudice, and how medical teaching actually impacts 
people from lesbian, gay, bisexual, transgender, queer, 
intersex, and asexual (LGBTQIA) populations. 


Venue: MicrobiologyDemonstrationRoom 1 
Time: 14:15 - 15:45 

WS/S26: Ethical issues in modern practice of psy- 
chiatry 


Facilitators: Avinash Desousa, Pragya Lodha, Sagar 
Karia,Riteeka Dikshit 


Provision of mental-health services has grown over 
the decades. Recent advances have seen emergence 
of various modern practices. From institutionalisation 
to the rehabilitative systems, practice has seen the 
emergence of many ethical dilemmas to providing 
mental health services. Though most ethical dilemmas 
are addressed in existing guidelines, there remain issues 
yet to be addressed. 


The first such issue discussed in this symposium relates 
to the treatment of transgender persons. Transgender, 
transsexual, and gender-nonconforming individuals are 
part of cultures around the world. Transgender persons 
may seek mental healthcare for a number of reasons. 
Various health vulnerabilities have been identified: 
the lack of a safe environment, social ostracism, poor 
access to health services, challenges to the continuity of 
caregiving by their family and friends, and poor mental 
health resources. Individuals also report concerns 
around harassment, discrimination, physical violence, 
and sexual abuse. 


The second issue is tht relating to the Protection of 
Children from Sexual Offences (POCSO) Act, 2012. It was 
only after this Act was passed that, for the first time ever 
in India, adult and child sexual offences were demarcated, 
highlighting the significant markers for identifying abuse 
among children. The POCSO Act, though powerful and a 
requisite in times where sexual crimes against children 
are on the rise, raises certain ethical concerns. 


Finally, we discuss the recent advancement of online 
psychotherapy and the ethical issues it brings up. Like 
any other service, online psychotherapy has advantages 
and disadvantages, but it also comes with its share 


of ethical dilemmas that remain to pervade. Some 
therapists feel that a face-to-face psychotherapy session 
is the only form of psychotherapy that is valid. Others 
argue that while internet-mediated psychotherapy is 
unethical in its current form, the future may hold for its 
warranted use. 


Venue: Pathology Demonstration Room 2 

Time: 14:15 - 15:45 

WS/S27: Bioethics in medical education in the Asia 
Pacific: Challenges and opportunities 


Facilitators: Dominque Martin, Sara M Bergstresser, 
Simon Coghlan, Farhat Moazam, Evie Kendal, Robert 
Klitzman, Pacifico Eric Eusebio Calderon, Yali Cong 


Bioethics is increasingly recognised as a core component 
of medical school curricula and postgraduate education. 
In medical education, bioethics training aims to enable 
future health professionals to meet the persisting, new, 
and emerging ethical issues impacting healthcare service 
delivery and biomedical science and technology. In the 
Asia Pacific region, the field of bioethics education and 
research is rapidly developing, driven in large part by 
investment in bioethics education at the undergraduate 
and postgraduate levels. However, there are challenges 
inherent to the opportunities this investment presents. 


In this symposium, we explore some of these challenges, 
and potential solutions, in the context of regional and 
local experiences in the Asia Pacific. A series of short 
presentations will address diverse topics including the 
difficulties of building capacity in a bioethics educational 
workforce; the way that the evolution of multidisciplinary 
concepts such as One Health may impact on bioethics 
curricula; the importance of explicating bioethics in the 
context of local sociocultural values and experiences; 
and the implications of rapid legal or political changes for 
bioethics curriculum design. A panel featuring bioethics 
educators from medical schools and postgraduate 
training institutions in the Asia Pacific region will then 
join in a discussion of these issues and opportunities for 
collaboration as we work to meet common challenges. 
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Venue: Biochemistry Demonstration Room 2 
Time: 14:15 - 15:45 

WS/S28: Big data in health and research: Ethical 
considerations 


acilitators: Graeme Laurie, Owen Schaefer, Shirley 
uN, Tai E Shyong, Markus Labude, Vicki Xafis, lain 
srassington, Tamra Lysaght, Wendy Lipworth 


Nhereas fields such as public health and medical 
esearch have always depended on gathering and 
inalysing data, advances in data processing have made 
t possible to process vast datasets at speeds that would 
ave been impossible until recently. Data may come 
rom many sources (including health records, mobile 
hone data, or personal fitness trackers) and may be 
ccumulated without the subject’s knowledge. Notably, 
_ is not necessary to have a particular hypothesis 
2 analyse data; unexpected correlations between 
Naracteristics can be derived and analysed on purely 
atistical grounds, and potentially commercialised. 


nis is the era of “Big Data”, characterised by the sheer 
uantity of data available to researchers, by the diversity 
f data types, and by the linkability of a given dataset 
oth with other datasets within a given data ecosystem 
1d across ecosystems. 


g Data science stands to offer substantial insights into 
atterns of health and illness that it would take many 
‘ars of conventional research to produce. This is clearly 
sirable. On the other hand, familiar concerns about 
‘ploitation and the just distribution of the benefits of 
search are amplified in Big Data activities. Additionally, 
e€ more data that can be crunched, the harder it is to 
jarantee privacy, which may be breached in unforeseen 
ayS. 
awing on the work carried out by the Working Group 
} Big Data Ethics in Health and Research (convened 
der the auspices of the SHAPES Initiative, Centre for 
»medical Ethics, National University of Singapore, 
collaboration with the School of Law, University of 
inburgh and the Centre for Social Ethics and Policy, 
jiversity of Manchester), this symposium will examine 
me of the issues that we can expect to face in the age 
Big Data, with particular focus on issues of justice, 
th within states and transnationally. 


[ 169 ] 


14" World Congress of Bioethics and 7" National Bioethics conference 


Venue: MicrobiologyDemonstrationRoom 2 

Time: 14:15 - 15:45 

WS/S 29:Is there a need for an insurgent bioethics 
to build a more just world? Critical and reflexive 
questions, propositions and resolutions 


a ee is Sie lS ieee ee ee 


Facilitators: Fatima Alvarez Castillo, Amar Jesani, Rosa 
Cordillera A. Castillo 


Bioethics that emerged after the Nuremberg trials 
is being globalised through the influence of various 
international policy instruments such as the World 
Medical Assembly and the World Health Organisation. 
Meanwhile, big research funding sources including 
philanthropies, private corporations, government 
grants, and research institutions in the Third World 
have been adopting and institutionalising this bioethics 
regime. This regime is embedded with norms and biases 
reflecting liberal capitalist ideology exemplified in the 
norms for individualism, rationalism, and legalism, and 
the bias against communitarianism. It is being used to 
camouflage the practice that while the bulk of research 
participants are poor people in the Third World, these 
same people often have no access to the products of 
research that are conducted on them. 


Insurgent bioethics takes the position that: 


e Research is a political enterprise involving power 
relations where funders are commonly powerful 
vis-a-vis the study participants; 


e Researchers are not value-neutral and must be 
transparent about their positionality; 


e Hegemonic, globalised bioethics is enabling big 
corporations and powerful governments to exploit 
the destitute situation of poor people in the Third 
World for their vested interests, thereby contributing 
to worsening global inequality; 


e Research ethics committees in the Third World 
must recognise the political economy of bioethics 
then turn it into an instrument for pushing back the 
unjust global system; 


¢ Communitarianism and care should be the basis of 
bioethics rather than individualism and legalism; 
and, finally, 


* Bioethics and ethics review should be developed 
as tools for enabling communities who are the 
usual sources of research participants and making 
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governments and funders of research concretely, 
not theoretically, accountable. 


Venue: Physiology Demonstration Room2 

Time: 14.15 — 15.45 

WS/S30: Social responsibility and health according 
to Christian and “Hindu” traditions 


Facilitators: Joseph Tham, Sameer Vikram Advani, John 
Lunstroth, Colleen Gallagher, Vasantha Muthuswamy 


In the globalised reality, religions can play an important 
role in health promotion. Article 14 of the UNESCO 
Declaration on Bioethics and Human Rights on Social 
Responsibility and Health states, “The promotion of 
health and social development for their people is a 
central purpose of governments that all sectors of 
society share... the enjoyment of the highest attainable 
standard of health is one of the fundamental rights of 
every human being...” 


This symposium will focus on how this article is 
understood in the West, especially within Christianity, 
and in the East, represented by the “Hindu” tradition.* 
The contrast and dialogue between these two time- 
honoured traditions can shed light on the differences 
in and convergence of theories, methodologies, and 
actions regarding social responsibility and health. 


Inthe West, this duty originated from the Good Samaritan 
question in the Gospel, “Who is thy neighbour?” This 
idea of supererogation—to act beyond the call of duty— 
is closest to the ideal of treating every stranger with 
equality and universality in the current milieu of global 
ethics and human rights. 


Hindu conceptions on social responsibility are based 
on the balance between the demands of karma and 
dharma found in the Bhagavad Gita. Karma proposes 
a somewhat resigned acceptance of individual social 
status, condition, and fate. To achieve the dharma of 
the social stages of life, individuals are inspired to serve 
and alleviate the social needs of the less fortunate. 
Ultimately, these social responsibilities arise from 
Spiritual discipline of self-perfection and virtuous living 
to attain liberation or moksha. 


Some of the concerns raised in these two traditions are: 
1) respective responsibilities of organised religion and 
State in healthcare provision; 2) the health—salvation 
relationship at the physical and spiritual level; 3) 
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feasibility of egalitarian distribution of resources; and 4) 
the language of duty versus rights. 


*We are aware of the problems with the word 
“Hinduism”, especially in the present, and will briefly 
address them in the introduction. 


Venue: Forensic Medicine Demonstration Room 1 
Time: 14.15 — 15.45 

WS/S31: Ethics and treatment options in end-of-life 
care: The view from complex humanitarian crises 


Facilitators: Lisa Schwartz, Matthew Hunt, Angus Daw- 
son, Sunita V. S$. Bandewar 


There is growing recognition that palliative care 
(PC) is an essential aspect of healthcare and part of 
fundamental human rights. Nevertheless, it has not been 
a demonstrable priority for health systems worldwide, 
many of which struggle to offer basic levels of healthcare 
for their populations. In settings of humanitarian crises, 
whether emergent or protracted, palliative care is 
often even lower on priority lists. This is at least in part 
because humanitarian response tends to focus on rescue 
and cure. The needs of patients for whom cure is not an 
option can be secondary and sometimes even seen as a 
waste of time and resources. But denial does not solve 
the care needs of patients, and there will always be some 
patients in need of palliative treatment in humanitarian 
response settings such as conflict, natural disaster, or 
public health emergency. 


This panel presentation will invoke for participants the 
realities of end-of-life care in complex humanitarian 
crises, with specific examples from multidrug-resistant 
tuberculosis (MDR TB), and situate that within the 
backdrop of the realities of palliative care access in India 
more widely. Papers will include empirical research on 
the moral experience of humanitarian aid workers in 
settings where palliative care was inaccessible or when 
it was at its best. We will review the obstacles and 
enablers of good palliative care. In addition, we will focus 
on the perspective of patients living in refugee camps, 
their experience of living with non-curable conditions, 
and what palliative care would mean for them. Health: 
for all in an unequal world demands healthcare for 
those patients who are beyond curative treatment, andi 
who with long lasting conditions or at the ends of their 
lives, need succour, support, and interventions to help» 
manage their suffering. 


& 
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Venue: Forensic MedicineDemonstrationRoom 2 
Time: 14:15 - 15:45 
WS/S32:Drug-resistant bacteria from a global envi- 
ronmental perspective 


SS ee 


‘acilitators: Niels Nijsingh, Angus Dawson, Verina Wild, 
-uzebiusz Jamrozik, Michael Selgelid, Chris Degeling 


Jrug-resistant bacteria (DRB) constitute a global 
hallenge that disproportionately affects low-and 
niddle-income countries. The problem is moreover 
jotoriously complex and involves a multitude of 
ifferent actors. Although the problem has attracted 
xtensive attention from a clinical perspective, its global 
nvironmental dimensions have been comparatively 
snored by ethicists. This workshop focuses on the 
thical assessment of the role of global environmental 
2sponsibilities in connection to DRB. 


though there is still limited knowledge on the exact 
aths of transmission, there is little doubt that the 
Avironment, broadly conceived, plays a crucial role in 
le emergence of DRB. First, antibiotic pollution from 
Narmaceutical production plants and animal husbandry 
lects for resistant bacteria and is likely to contribute 
) the emergence of new forms of resistance. Second, 
fferent species of bacteria exchange genetic material 
a horizontal transfer, meaning that resistance traits 
ay rapidly be dissemated from harmless resistant 
icteria to pathogenic bacteria in areas where these 
e in contact.Third, since human beings are in constant 
teraction with their surroundings, transmission occurs 
the general community via individuals who transmit 
<Bdirectly to other individuals, or viavarious paths of 
vironmental contamination, such as food and water. 


ese pathways to drug-resistant infections illustrate 
ww human, animal and environmental health are 
erlinked globally; and therefore any viable solution 
ould take into account these interdependencies. The 
ks in this workshop each emphasize a different aspect 
the necessity to rethink responsibilities in the light of 
2global environmental dimension of DRB. 


nue: Pharmacology Demonstration Room1 

ne: 14:15 - 15:45 

5/S33:Jennifer Prah Ruger’s Global Health Justice 
d Governance: A critical discussion 
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Facilitators: Bridget Pratt, Joseph Millum, Ruth Macklin, 
Nchangwi S Munung, Gopal Sreenivasan 


Thediscussion abouttheoriesofhealthjusticehasrecently 
had important new input through the work of Jennifer 
Prah Ruger’s Global Health Justice and Governance. In 
a world beset by extreme and unconscionable health 
disparities, a new governance architecture of central 
health systems is desperately needed. Global Health 
Justice and Governance lays out the critical problems 
facing the world today and offers a new theory of justice 
and governance as a way to resolve these seemingly 
intractable issues. It presents an account of global 
health governance as shared health governance and 
describes the responsibilities of global institutions 
and states to put that account into practice in order to 
reduce shortfall inequalities in the health Capabilities of 
individuals worldwide. A fundamental responsibility of 
government is to ensure human flourishing. The central 
role that health plays in this flourishing places a unique 
claim on our public institutions and resources as central 
health capabilities are pressed to reduce premature 
death and prevent avoidable morbidities. The aim of the 
symposium is to discuss and evaluate Ruger’s proposal. 
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Venue: Annexe Board Room 

Time: 14:15 - 15:45 

WS/S34:‘Get Published: Your How-to-Guide’ Special 
Session by Wiley Publishers 


Neen ae MS NE Ere eh ek 
Udo Schtiklenk 


Professor Udo Schtiklenk, Ontario Research Chair in 
Bioethics, Queens University Ontario and Co-Editor of 
Bioethics, will provide guidance on how to write and 
present your research for publication. This workshop for 
early career researchers, academics and PhD students, 
will focus on topics: 


¢ How to write your paper for publication. What are 
editors looking for? 


e Everything you need to know about the publishing 
and peer review process 


e Your paper has published, what next? Learn how to 
increase the exposure of your paper. 
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Day 3 | December 7, 2018 | Friday | 9:00 — 10.30 


PARRALEL IN-CONGRESS WORKSHOPS/ 
SYMPOSIA 


WS/S35 TO WS/S49 


Venue: Annexe Board Room 

Time: 9:00 - 10:30 

WS/S35: A human rights approach to TB: Debating 
legal-ethical issues in the prevention and treatment 
of TB in India 


Facilitators: Kajal Bharadwaj, VeenaJohari,Vivek Divan, 
Blessina Kumar 


One fourth of the global TB burden is in India. In its new 
ambitious NSP, the government has announced the goal 
of TB elimination by 2025. The role of law in relation 
to public health generally and contagious diseases in 
particular is usually one of coercion — whether in terms 
of reporting, tracing or even confinement. However, 
the response to the HIV epidemic has shown that law 
can have an empowering, enabling role in addressing 
epidemics. In the case of TB, the empowering role of 
law would involve the recognition of the rights of those 
most vulnerable to TB, removal of legal barriers to their 
access to prevention and treatment and the recognition 
of rights of patients vis-a-vis treatment providers and 
the State. A comprehensive legal and human rights- 
based approach to TB is yet to evolve and this workshop 
seeks to highlight, debate and discuss the role and limits 
of the law in addressing TB in India. 


This workshop will highlight key legal and human rights 
issues that arise in the context of the TB epidemic in 
India and debate what legal standards are applicable. 
Key questions to be discussed include: 


e Should a person with active TB be denied access to 
the workplace or educational settings? 


e Should TB testing and treatment be based on full 
informed consent including counselling? 


e Will criminalisation of non-reporting of TB push the 
epidemic underground? 


¢ Does the law, either through criminalisation or 
a lack of effective recognition of rights, increase 


vulnerability to TB? 


e ls there a legal and Constitutional obligation on the 
State to provide TB treatment? 


Venue: Annexe Meeting Room 

Time: 9:00 - 10:30 

WS/S36: From dignity to autonomy and back: Can 
autonomy serve the moral function of dignity in 
bioethical discourse? 


Facilitators: Vilhidlmur Arnason, Ruth Macklin, Soren 
Holm, Bj@rn Hofmann 


“Respect for autonomy” has apparently replaced “human 
dignity” as one of the core principles in bioethics. An 
explicit expression of this was the publication of Ruth 
Macklin’s article “Dignity is a useless concept” (BMJ 
2003). Our purpose is to examine whether autonomy is 
as useful to address the many challenges that modern 
biotechnologies pose as it is claimed to be. 


In order to do so, we review the debate following 
the announcement of the “death of dignity.” We also 
address important bioethical issues, in particular, how 
a previous moral function of dignity, ie, to protect 
societies and individuals against oppression, humiliation, 
extermination, ethnic cleansing, discrimination and 
eugenics, is addressed in contemporary bioethics. We 
ask whether other concepts or principles can do the work 
of protecting human beings against such atrocities. 


We investigate whether the notion of autonomy or the 
slightly wider notion of respect for persons are unable to 
preserve important moral intuitions captured by dignity. 
In particular we ask whether autonomy adds anything 
that dignity does not already encompass, and whether 
it misses important aspects of dignity and narrows the 
focus of moral inquiry. 


We re-visit the concept of dignity to see if there are 
resources in this concept that can still serve as a 
protective function, despite conceptual shortcomings.. 
Can it be that vague moral concepts may have quite: 
precise functions? There appear to be important moral 
functions that autonomy is not able to serve in the: 
same manner as dignity did. Dignity tended to imply 
reciprocity, mutuality, and recognition of other persons.. 
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a 
May be dignity should not be relegated to the scrap heap 
of history, but should continue to play an important role 
in bioethics? 


eee 


Venue: Auditorium Meeting Room1 

Time: 9:00 - 10:30 

WS/S37: Genomic empowerment: Patients, publics, 
and global obligations 


© aS Rc cn en 


Facilitators: Jackie Leach Scully, Simon Woods, Mad- 
eleine J Murtagh, Matthias Wienroth 


Globally, an increasing number of countries are situating 
genomic science at the heart of their future healthcare 
and research strategies. Current high-profile advances 
In genomic science include major developments in 
sequencing technology, diagnostic correlations, and 
nost recently, genome editing through CRISPR-Cas9 and 
other systems. These developments are already having 
Ibservable effects, transforming the relevant areas of 
esearch and medicine and their associated research and 
linical ethics. The impact of genomic medicine involves 
ven broader concerns than those, including challenges 
o the boundary between research and healthcare; the 
thics of restructuring health delivery for global and local 
Ommunities around genomics; the ethical management 
f genomic medical data; and many more. 


his panel presents three papers exploring the concept of 
genomic empowerment”. This is the idea that genomic 
cience can empower—or, in other circumstances, 
isempower—a range of stakeholders in healthcare and 
esearch. Together, the papers explore how researchers 
nd healthcare providers can support empowerment in 
jays that are sensitive to the diversity of global contexts 
nd thereby reduce health inequalities in an unequal 
orld. 


he objectives of the symposium are these: 


) To give an overview of three different but related 
areas in which genomic science presents distinctive 
bioethical challenges to patients and publics 


To jointly explore concepts of empowerment, 
solidarity, and obligation in the implementation of 
genomic research and health care 


~~ 


i) To extend the discussion of genomic empowerment 
across local and global settings 
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The presenters are all members of the Policy, Ethics, 
and Life Sciences Research Centre (PEALS) at Newcastle 
University, UK, and their presentations draw on their 
Ongoing research at the Centre. 


a ee 


Venue: AuditoriumMeeting Room2 

Time: 9:00 - 10:30 

WS/S38: The ethics and regulation of radically new 
reproductive technologies 


ms eS yy tt eee ee ee 
Facilitators: John B Appleby,Vardit Ravitsky, Kathryn 
MacKay 


The World Health Organisation estimates that infertility 
affects tens of millions of individuals worldwide. However, 
the scientific development and clinical introduction of 
several radically new reproductive technologies may 
offer new hope to prospective parents suffering from 
infertility. “Radically new reproductive technologies” 
refers to innovative medical technologies that are radical 
departures from the standard or accepted technologies 
used to treat infertility. 


This symposium focuses on a selection of emerging 
radically new _ technologies, including synthetic 
gametes, synthetic embryos, mitochondrial/nuclear 
transfer techniques (or “three-person IVF”), and 
ectogenesis (gestation outside the human body). The 
potential benefits of these technologies include (but 
are not limited to): increasing the supply of gametes 
and embryos for infertility treatment and research; 
allowing infertile persons to have children that are 
genetically related to them; avoiding the transmission 
of serious inheritable diseases to offspring; and allowing 
prospective parents incapable of carrying a pregnancy 
to term to have a child without the need for a surrogate. 
As a result, these technologies have the potential to 
have a significant impact on global reproductive health 
inequalities, especially with respect to treatment 
for infertility. Nevertheless, there is considerable 
uncertainty surrounding the safety, efficacy, and moral 
permissibility of these technologies. For example, should 
these technologies be introduced into clinical use via 
clinical trial? Is it morally pérmissible to use one of these 
technologies for the sake of having a child that you are 
genetically related to? When are these technologies 
adequately safe (or not unsafe) for human use? 


The objective of this symposium is to explore a range of 
ethicaland regulatory implications (both within countries 
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and globally) associated with the development and/or 
clinical introduction of these radically new reproductive 
technologies. 


Venue: Community Demonstration Room1 

Time: 9:00 - 10:30 

WS/S39: The ethos of medicine in a changing global 
landscape: An analysis of the feasibility of identi- 
fying and codifying core ethical principles for the 
modern medical profession in a globalised world 


Facilitators: Otmar Kloiber, Ramin Parsa-Parsi, Urban 
Wiesing 


The medical profession today is global and mobile. 
Modern advances in medicine have created 
extraordinary opportunities but also new economic 
pressures, deprofessionalisation in healthcare, changes 
in the way patients and physicians communicate, and 
challenges to physician well-being. The more dynamic 
and the more global the medical profession becomes, 
the more important it is to ensure that physicians are 
speaking the same ethical language. 


At the 68th World Medical Association (WMA) General 
Assembly in Chicago last October, WMA members 
adopted a revised version of the Declaration of Geneva 
(DoG). This represents an important step for the 
WMA, being the latest attempt to formulate the core 
professional and ethical duties of physicians. 


Nevertheless, there are numerous sensitive issues that 
must be confronted. The DoG is not an end in itself. The 
recent revision of the DoG and ongoing efforts to expand 
its reach represent a crucial global response to the 
question of what holds the modern medical profession 
together ethically speaking. Considered in tandem with 
other key WMA documents, including the more detailed 
International Code of Medical Ethics, it plays an essential 
role in forging a strong, unified medical profession. But 
it also gives rise to several difficult questions: Why is 
there a need for such an ethos? Is there such a thing 
as a foundation of ethical principles for the medical 
profession in a globalised world? If so, what form could 
it take? National oaths, by their very nature, cannot 
address this matter. What would be the limits of such 
an ethos? How can public trust in physicians be ensured 
in a globalised world? The session intends to address 
these questions. 


Venue: Community Health Demonstration Room2 
Time: 9:00 - 10:30 

WS/S40: Information technology and universal 
health coverage: Opportunities and ethical chal- 
lenges for Big Data and Artificial intelligence 


Facilitators: Kenneth W Goodman, Jennifer Gibson, 
Andreas Reis 


The growth of digital health, from registries and 
surveillance to decision support and = Artificial 
Intelligence, is reshaping global healthcare. Though 
information technology is often advocated as a tool 
for improving health care, any improvements will 
be illusory unless they are shared widely and across 
civilisations. Put differently, marginal differences in 
outcomes for high-resource countries will be of little 
consequence unless digital tools are also brought to 
bear on the health problems of low-resource countries 
and regions. There are extraordinary opportunities to 
confront global infectious disease (for instance, linking 
population health informatics and climate data), to 
provide “precision” population health (relevant to 
planning in resource constrained environments), and to 
improve the approach to governance in an era of huge 
global private-sector investment in Artificial Intelligence 
(especially healthcare applications for the global North). 
Investment in Artificial Intelligence — and competing 
public- and private-sector goals, values, and interests — 
has a lensing effect on the challenges we face. In this 
symposium we will explore the promise of Artificial 
Intelligence against a background of power, privilege and 
politics; share and seek feedback on the World Health 
Organization’s efforts and plans to address ethical, 
social and legal issues raised by Big Data and Artificial 
Intelligence; and identify core and practical ethical issues 
raised by new health information technologies, and 
suggest a suite of tools and approaches for addressing 
and managing them. 
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Venue: Pathology Demonstration Room 1 
Time: 9:00 - 10:30 
WS/S41: Global challenges in the ethical conduct of 
human challenge trials | 


cS harp diet Gaiden 


Facilitators: Seema K Shah, Michael Selgelid, Zeb Jam- 
rozik, Nancy Jecker, Doug MacKay, Punnee Pittsutthum, 
Vina Vaswani, Abha Saxena, Ricardo Palacios 


Human challenge trials (HCTs), which involve intentionally 
infecting research Participants to study early disease 
processes and evaluate interventions in controlled and 
efficient conditions, have been used primarily in the 
context of relatively low-risk and/or self-limiting and/ 
Or treatable conditions, such as the common cold, 
influenza, and malaria. More recently, this study design 
has been proposed in the context of emerging infectious 
diseases that involve more uncertainty and may involve 
vigher risk, such as Zika virus. 


1CTs may be a key component of epidemic preparedness 
Jecause they enable researchers to test interventions 
n advance of outbreaks. HCTs can sometimes offer 
inswers to scientific questions that other trials cannot 
ind/or answer the same questions more efficiently, but 
he value of attempting to answer these questions (by 
uch efficient methods) can be hard to measure when 
here is uncertainty about whether and how these 
esults will contribute to ongoing research. Moreover, 
Ithough HCTs are typically conducted in high-income 
ountries, there is increasing involvement of low- and 
niddle-income country (LMIC) populations in these 
rials, and in many cases, HCTs may be very responsive 
9 the health needs of LMICs. 


thical questions urgently need to be addressed 
bout where, when, and how to conduct HCTs. In this 
ymposium, we will address the following issues: 


) What ethical considerations apply to HCTs in 
LMICs? 


) How should justice considerations be incorporated 
into the decision of whether HCTs should be 
conducted in LMICs? 


! How should informed consent be obtained from 
HCTs participants in LMICs? 


this panel presentation, we will address whether 
the current review system is adequate for HCTs 
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with emerging infectious diseases, given these 


challenges, and Propose alternative approaches to 
research ethics oversight. 


er ee ee 


Venue: Physiology Demonstration Room1 
Time: 9.00 -10.30 


WS/S42: Global trends in the law on end-of-life 
care: Comparative reflections on the implications of 
legalising euthanasia and physician-assisted suicide 


meee Riera ge cre ee eee 


Facilitators: Trudo Lemmens, Lee See-Muah, Calvin W. 
L. Ho, Sunita V. S. Bandewar 


End-of-life care law has undergone significant changes 
across the globe, yet significant differences remain, 
with most jurisdictions explicitly allowing withdrawal 
of life-sustaining treatment and treatment refusal by 
patients. Western legal systems have recognised this for 
some time, but the Indian Supreme Court only recently 
accepted it as part of patient’s right to medical self- 
determination. Most jurisdictions prohibit health care 
providers from intentionally ending a patient’s life by 
directly administering a substance that causes death 
(euthanasia) or providing a prescription for life-ending 
medication (physician-assisted suicide (PAS). 


The Western. jurisdictions that have introduced 
legislation allowing euthanasia/PAS/both, based on 
values of autonomy, beneficence, and compassion 
impose restrictions and have specific access criteria. 
Most jurisdictions restrict the practice to the end- 
of-life context, broadly defined. Only Belgium, the 
Netherlands, Luxembourg, and Switzerland, where 
euthanasia has been most widely practiced, do not have 
such a restriction. With growing legal recognition in the 
Global South of the right to refuse or have treatment 
withdrawn, the question arises whether other countries 
should move to recognize PAS and/or euthanasia. If 
so, what would the consequences be of following one 
approach to legalisation over another? 


We provide an overview of different regulatory 
approaches to euthanasia and PAS and explore what 
practices seemingly developed as a result, comparing 
the law and practices of Belgium and the Netherlands 
with those of the American States. Then follows a 
discussion of the regulatory approaches to end-of-life 
care in a selection of countries from South and Southeast 
Asia. This discussion includes reflections on whether an 
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expansion towards the legalisation of euthanasia and 
PAS is likely to happen; whether it is desirable vis-a- 
vis the healthcare situations in those countries; and if 
so, what shape this expansion could and should take. 
The presentations will explore the ethical foundations 
of the specific legal end-of-life regimes and the values 
embedded in those legal approaches. 


Venue: Biochemistry Demonstration Room1 
Time: 9:00 - 10:30 
WS/S43: Ethical issues in research on aging 


Facilitators: Mala Ramanathan, SIrudaya Rajan, 
KS James, Udaya S$ Mishra 


Research on the elderly, particularly on their 
functionality, autonomy, and healthcare needs usually 
examines magnitudes, correlates and consequences. 
Several ongoing surveys are underway, including the 
LASSI, SAGE, BKPAI efforts at generating panel data 
on the situation of the elderly. But data collection 
from the elderly is not similar to that from other adult 
population. In Indian contexts, obtaining information 
from any specific elderly respondent calls for negotiating 
household gate-keepers. Reports are often coloured by 
gate-keeper perceptions. 


The three presenters will identify problems associated 
with actual access to respondents within households. 
The first finds families reporting on behalf of the elderly. 
Inadequate privacy, family and institutional expectations, 
constrain the elderly to report what is “acceptable” 
instead of what is real. Another presenter examines the 
use of scales to measure functional ability and describes 
the situation wherein most scale values lean towards 
the central value of the range instead of reflecting 
individual choices. This affects how the elderly report 
their functionality and affects accuracy of reporting. 
Further, women, constrained by social circumstances 
and do not make independent choices while describing 
their abilities. For these reasons, undertaking studies 
on the elderly, especially survey research needs to use 
careful measurement adjustments to provide indicators 
that are comparable. Therefore, cautious interpretation 
using standard methods is needed. One cannot compare 
across varying contexts or even across men and women 
without using appropriate means such as normalising 
within the range or correction factors using other means 
like imputing estimated scores to describe possible 
functionality instead of using existing scales directly. 


Venue: Microbiology Demonstration Room1 

Time: 9.00 — 10.30 

WS/S44: Bioethics and sexual and reproductive 
health and rights: Intersections and implications for 
equity and justice 


Facilitators: Adsa Fatima, Pramada Menon,Women’s 
Rehabilitation Center (WOREC) and Sama Resource 
Group for Women and Health 


The workshop will focus on sexual and reproductive 
health and rights (SRHR) and attempt to unpack it in 
the realm of bioethics. Presentations draw especially 
on narratives and experiences from the South Asia—Asia 
Pacific contexts to establish deeper connections between 
SRHR and bioethics. The workshop will deliberate on 
issues of equity and justice that are fundamental to the 
SRHR and ethics discourse. 


Venue: Pathology Demonstration Room2 

Time: 9:00 - 10:30 

WS/S45: Impact of marketisation on ethical health- 
care: Analysis and the way ahead 


Alliance of Doctors for Ethical Healthcare (ADEH),Abhay 
Shukla, Arun Gadre, George Thomas, Arun Mitra 


In India, more and more patients, their families, and 
doctors who seek to practise rationally and ethically, are 
experiencing a deepening degeneration in a healthcare 
environment excessively concerned. with money and 
profit. Medicine is in danger of losing its soul. One key 
driver of this malaise is growing marketisation and 
corporatization which treats healthcare purely as a 
commodity for profit making. Another key factor at policy 
level is the government abandoning its responsibility to 
provide healthcare services, by increasingly relying on 
private healthcare which is unaccountable, unregulated 
and driven by profiteering. 


As a result, nearly 60% of inpatients and 80% of 
outpatients access private healthcare services and over 
60 million patients are pushed below the poverty line 
every year due to catastrophic out of pocket expenditure. 
Accessing quality healthcare is becoming increasingly 
difficult for all sections of the population. Excessive 
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investigations and procedures are rampant-inflating the 
cost of care, and leading to anger and mistrust towards 
doctors. The adversarial relationship between doctors 
and patients has reached a nadir. 


Our diagnosis must Encompass an in-depth analysis 
of the political Economy of healthcare since the 
1980s, identifying key drivers of marketisation and 
commercialisation of this sector. Further, to take forward 
the long march towards healthcare for all, and to check 
Unethical practices in healthcare, a range of immediate 
steps are essential such as—stopping commercialisation 
9f medical education; ensuring comprehensive cost 
egulation of all necessary medicines, implants and 
-Onsumables; opposing conversion targets of any kind 
cing imposed on doctors; eliminating all forms of 
ommissions, kickbacks and unethical inducements to 
1romote the hospital business, to name a few. However, 
he comprehensive solution is to develop a system 
f Universal Health Care, which would enable every 
esident to access good quality healthcare, free of cost 
t the point of delivery. 


enue: Physiology Demonstration Room2 
Se eS ray 


ime: 9:00 - 10:30 
VS/S46: Access to healthcare and employment for 
jomen with disabilities 


EEA ESSE IE cee ae 
acilitators: Christy Abraham, Geetamruta 


re Association of People with Disability (APD) and 
largadarshi, both non-governmental organisations in 
arnataka, work together for the economic rehabilitation 
‘young women with disabilities in the 18-35-year age 
oup. Both organisations have substantial experience of 
orking in this field for over a decade. They have jointly 
juipped over a hundred young women deprived of 
lucational facilities for job readiness, skill development 
id placement in jobs away from their families, in the city 
Bengaluru. A mixed method study is employed which 
cludes a questionnaire survey together with FGDs 
id case series to study of the women’s experiences 
healthcare rehabilitation and employment is being 
plored to understand the linkages. This case study 
llection highlights the linkages between healthcare, 
Nabilitation and employment, in the experience 
the participants. It will focus on the challenges 
ymen with disability face in accessing healthcare 
d rehabilitation support. 72participants, currently 
ployed in Bengaluru post training and placement 


[177] 


14" Worid Congress of Bioethics and 7 National Bioethics conference 


by APD and Margadarshi form the sample. A mixed 
methodology of questionnaire surveys and focus group 
discussions is being employed, to highlight the unmet 
healthcare needs of young women with disabilities and 
their life choices. The Project is ongoing as part of the 
Job Enabled Training programme. Results will be shared 
at the conference through a panel workshop. 


SS eee 


Venue: Biochemistry Demonstration Room2 

Time: 9:00 - 10:30 

WS/S47: Teaching and learning public health ethics: 
What works? 


eee 


Facilitators: Arima Mishra, Shreelata Rao Seshadri, 
Benson Issac, John Porter, Stefi Barna 


There is an increasing acknowledgment of the need for 
adequate training in public health ethics, an emerging 
sub-field of inquiry within bioethics. The distinctiveness 
of public health ethics emanates from the mandate of 
public health itself that upholds the values of equity, 
rights and social justice and locates health necessarily 
in the larger social, political and economic and cultural 
determinants and processes. It thus seeks to not only 
reorient ethical lens but expands the nature of ethical 
inquiry to address the rather messy and complex issues 
in the public health including recent global health 
emergencies like Ebola, health risks of climate change, 
rising epidemic of non-communicable diseases, gender 
based violence etc. Public health ethics requires greater 
sensitivity to people and contexts (it necessarily involves 
a range of actors ranging from local communities to 
Global Health Initiatives). It thus does not entail a 
straightjacket universal application of ethical guidelines 
rather a contextual understanding of its relevance 
through shared understanding and dialogues. How does 
one embed and nurture such an ethical lens in public 
health educational programs? 


The editorial of the recent issue of the journal 
Public Health Ethics (2018) notes the invisibility of 
contributions on how to teach public health ethics. 
Acknowledging this knowledge gap, this symposium will 
share experiences of teaching and learning ethics with 
public health students and professionals in India and 
Europe, and show how empathy, greater self-awareness, 
reflexivity and deliberations in group settings can be 
fostered. Examples of teaching processes and tools 
include simulations, case studies, forum play, films and 
reflective writing. 
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as consistent or incoherent? How do national ethical 
and legal frameworks refer to cross-border or foreign 


Venue: Microbiology Demonstration Room2 . 
reproductive care? What paradoxes result? 


Time: 9:00 - 10:30 
WS/S48: Cross-comparative perspectives on sur- 


rogacy and gamete donations: Disentangling ethical Venue: Forensic Medicine Demonstration Room 1 

and social issues between transnational and nation- Time: 9.00 — 10.30 

al ART politics WS/S49: Transnational South-South collaborations 
to build bioethics capacity: The Pakistan—Indonesia 
Project 


Facilitators: Silke Schicktanz, Sayani Mitra, Nitzan 
Rimon-Zarfaty, Sunita Reddy and Co-authors: Tulsi 


Patel, Malene Tanderp Krintin, Brigitte Nelson Facilitators: Beth E Rivin, Aamir Jafarey, Yati Soenarto, 


Comparative bioethics is increasingly becoming a vital Sualeha Shekhani 
tool for developing culturally embedded bioethics (Raz 
and Schicktanz, 2016). Such an approach is particularly 
important in studying the development of the markets 
of assisted reproductive technologies (ART) around 
the world. With the expansion of technological 
research, its use and popularity, ART have opened up 
a globalised market in which the demand for eggs and 
surrogates and their accessibility is skewed in favour of 
those economically well off. Countries with permissive 
regulations allow for commercial surrogacy and/or egg 
donation, while restrictive regimes forbid surrogacy 
and/or egg donation or allow so- called ‘altruistic’ The Centre of Biomedical Ethics and Culture (CBEC) at 
models. These legal debates on market regulation are the Sindh Institute for Urology and Transplantation is 
closely interlinked with the ongoing debates of cultural based in Karachi, Pakistan. It has distinguished itself as 
and moral values, gender, kinship, class/caste/ethnicity a WHO Collaborating Center for Bioethics and continues 
issues, and professional medical ethics related to to provide the only postgraduate degree bioethics 
reproductive care and women’s health in addition to education program for Pakistani university faculty. It is 


Transnational relationships between academic bioethics 
centres can foster academic program affiliations, transfer 
knowledge and skills among faculty, and stimulate 
collaborative research. They ultimately advance the 
goal of global bioethics by improving access to health 
for all. The only centres of bioethics in Pakistan and 
Indonesia have begun a collaboration based on similar 
sociocultural features, common interests in networking, 
and mutual dedication to building their country’s 
bioethics capacity. 


eugenics. Studies from bioethics, social and medical known for its innovative teaching and draws students not 
anthropology, and from a human rights perspective only from Pakistan, but from abroad as well, with more 
(e.g. Inhorn, and GurtinPatrizio, 20121; Crozier, 2010; than 10% of its alumni coming from foreign countries. 


Shenfield et al., 2010) have identified major, unresolved ~—_— The Center of Bioethics and Medical Humanities (CBMH) 
problems in cross-border ART. These problems are often at Universitas Gadjah Mada is based in Yogyakarta, 
considered context-specific phenomena, and yet they _—|ndonesia. Like the CBEC, it has the only postgraduate 
are simultaneously related to the globalisation of ART. degree bioethics education program in Indonesia and 
Therefore, in this symposium we will use a comparative aims to improve bioethics teaching among faculty 
bioethical framework to grasp the making and unmaking == members in medical schools throughout Indonesia. It 
of different ethico-legal complexities of surrogacy and egg has a large and transdisciplinary faculty body. 

donation regimes across the world. As ‘macro-politics’ 

needs to be examined along the ‘micro-politics’ of | Over the course of two years, there have been 
gender, class and ethnicity, we will unpack issues related collaborative teaching sessions and early discussions 
to ART by asking the following ethical questions: Who about future bioethics research projects. Although 
is considered vulnerable or protectable on the grounds challenges exist for centres of bioethics to collaborate: 
of what understanding? Who is granted what kind of transnationally, the potential benefits greatly outweigh: 
reproductive rights or choices? Which understandings of the risks. We encourage academic centres in the Global 
reproductive needs, kinship, or fertility underlie which  S0Uth to consider such collaborations. 

type of regime? How is each current regime debated 
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- National annual transplant coordinators’ conference: 
Emerging ethical dilemmas in organ donation and transplantation 


Organizer/s: National Association of Transplant Coordinators 
supported by MOHAN Foundation 


Session 1 — Day of judgment 


Organ donation and transplantation in India _ is 
contending with legal developments that present 
ethical dilemmas and challenges. The 2011 judgment 
in the Aruna Shanbaug case and the recent Supreme 
Court judgement on euthanasia, brain death and organ 
donation, and the Kerala state government orders on 
brain-stem death and non-directed (altruistic) donation 
may well have a far-reaching effect on donation after 
brain death (DBD), donation after circulatory death 
(DCD), and living donation. This will also determine 
how organ transplants will become available within the 
community. Whole brain death versus brain-stem death 
and brain-stem death protocols will also be discussed. 


Session 2 -Lessons from the UK 


Equity in organ allocation and transplantation is an 
international concern. Additionally, there is a need for 
organ donation protocols in challenging clinical scenarios 
such as organ donation in pregnancy and paediatric brain 
death testing. UK has laid down a protocol for brain-stem 
death testing and organ donation in pregnancy. India 
is deliberating on guidelines for paediatric brain death 
testing and difficult situations like organ donation in 
anencephaly. Ethical issues with regard to living donors 
and their long-term follow up will be examined based on 
practices/lessons from UK. 


Monday, December 3, 2018 


Session 3 — Look who’s talking 


Social media and organ donation - The pervasiveness 
of social media has ramifications for both deceased 
and living organ donation. The positive aspects include 
improving awareness with its ability to reach out to a 
large number of people ina short span of time and raising 
funds for an expensive transplant. However, soliciting 
potential live donors for kidney or liver transplant on 
social media has both a positive and negative impact 
and creates ethical dilemmas. These aspects will be 
discussed with the objective of creating clear ethical 
guidelines that may be used by hospitals and/or organ 
donation organisations in India. 


Organ donor pledge registry — The national organ donor 
pledge registry was started with the idea of ensuring 
potential donors have registered their wishes with a 
central organisation so that decision making becomes 
easier at the time of death. The recent introduction 
of a clause in the driver’s license in India, opting for 
organ donation, is a step in this direction. However, in 
a country with 1.25 billion people, there are logistic 
challenges in maintaining, servicing and implementing 
such a registry. Another challenge is when people from 
remote locations register but there are no retrieval 
facilities in that location. Are central organisations ready 
to undertake this challenge? Will scaling up of the donor 
registry involve huge costs and have these costs been 
taken into consideration? 
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Ethical and healthcare directives of the Catholic church in India: 
A Consultation with Stakeholders 


Organizer: Catholic Bioethics Forum (CBF) of the Archdiocese of 
Bangalore in collaboration with the Office of Health Care, 
Catholic Bishops Conference of India (CBCI) 


a eee 


le Catholic Church in !ndia is extensively involved 

healthcare through a network (Catholic Health 
sociation of India — CHAI). CHAI which has completed 
years of existence is India’s largest non government 
althcare network with 3537 member institutions, 
oviding 50000 beds and caring for 21 million people 
ery year. 


is imperative that this faith-based healthcare network 
mains true to its calling; this includes ethical 
althcare. The directives that are being developed will 
applicable to all Healthcare Ministries of the Catholic 
urch and Catholic personnel in India. Towards this, 
pired by the United States Catholic Bishops Ethical 
d Healthcare Directives (1) and the New Charter 
’ Health Care Workers of the Pontifical Council for 
storal Assistance to Health Care Workers (2), The 
fice of Health Care of the Catholic Bishops Conference 
India (CBCI) approached the Bioethics Forum of 
2 Archdiocese of Bangalore to draft India specific 
ectives. 
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The Directives that have been drafted have several 
characteristics: 


1. They are embedded in the reality of the current 
healthcare situation in India 


2. They are true to the scriptural and textual references 
that characterise Catholic Bioethics and its derived 
ethical principles, including the Catechism of the 
Catholic Church (3). 


3. Each directive has been linked to an actualisation 
process, so that the document becomes a source for 
practical implementation. 


The aim of the Consultation is to engage with multiple 
stakeholders to rigorously review the draft directives and 
its actualisation process, since the directives are targeted 
towards all institutions of the Catholic healthcare 
network, regardless of size, location, or specialisations. 
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Developing a contemporary public health ethics curriculum for 
post graduate education and community health in India 


Organiser: Society for Community Health Awareness, 
Research and Action (SOCHARA) 


One of the obligations of and challenges to global 
bioethics is to evolve a socially relevant, context 
specific, curriculum for public health ethics in an 
unequal world. Textbooks for public health ethics and 
literature in the English language have been available 
from the Association of Schools of Public Health, USA, 
Europe, Australia; WHO SEARO; and SEAPHEIN. But 
with rapid academic growth of the discipline, the huge 
challenges and barriers in realising the goal of Health for 
All continue to exist, with widening health inequalities 
within and between countries. 


Scholar activists working towards Health for All joined 
forces through the People’s Health Movement and other 
social formations. Campaigns at local, national and 
global levels addressing injustice and lack of fairness in 
access both to health determinants and to healthcare 
have been increasing. However, most health science 
graduates and post graduates have little or no exposure 
to the larger debates and campaigns and struggles of 
people for the basic determinants of health or access to 
healthcare. Moral reasoning and ethical underpinning 
of health activism is kept away from young minds. It is in 
this larger context that the session will specifically focus 
on curriculum development processes for the learning 
of public health and community health ethics by post 
graduates. Case studies and life stories from the real 
world will support modules to understand the ethical 
questions and dilemmas that need to be discussed 


Date: December 4, 2018 


and addressed. An initial bibliography and list of films 
used to generate discussion on ethical questions will 
be prepared. Besides the ‘what’ of public health ethics, 
‘how to’ facilitate its learning will be addressed ie, 
there would be a focus on issues, content and teaching 
learning methodology (pedagogy). The scope and neec 
for cross-cultural understanding allowing multiple, 
differing perspectives to be in conversation with eack 
other can be explored. 


Recently, in India, short courses and modules or 
public health ethics have been developed. The RGIPF 
three-year MPH (Hon.) programme offers a five-credit 
course over three weeks on Public Health Law, Ethics 
and Rights. APU has an optional module on Publia 
Health Ethics fortheir Master’s in Development Studies 
students who opt for the Health stream. However, these 
two important initiatives are not the norm. Interactior 
with postgraduates and young professionals from 
the health sciences from several other Universities 
reveals a huge gap in knowledge about bioethics anc 
public health ethics. 


The proposed background document, to be developea 
collectively, will be a small step to fill this gap. The outpu’ 
will be the document, discussions and networking! 
Participants can then take it further based on the energy 
that gets generated. 
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Pediatric Bioethics in India 
Organizer: The Indian Academy of Pediatrics 


3road Goals 


.. To enhance ethical thinking in children’s healthcare 
and research. 


To create partnerships between pediatricians and 
social activists to promote child rights. 


pecific Objectives 
Highlight bioethical issues in common healthcare 


scenarios among the physicians and nurses caring 
for children. 


Discuss the ethics of performing clinical research 
with children as research participants/subjects. 


Sensitize pediatricians about their responsibility 
towards promoting child rights and child advocacy. 


Provide a framework for setting up multidisciplinary 
Pediatric Bioethics Cells. 
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5. Increase awareness about pediatric bioethics among 


medical and nursing trainees as well as students of 
social sciences. 


Expected Outcomes 


1. Sensitization of pediatricians on problem solving in 


pediatric clinical bioethics and research involving 
children. 


2. Improved awareness of how to be an advocate for 
children. 


3. Creation of a Pediatric Bioethics Cell under the 
auspices of the Indian Academy of Pediatrics (IAP) 


4. Dissemination of key concepts from this workshop 
to a larger audience as a paper in the IAP’s flagship 
publication, Indian Pediatrics. 


Public engagement on CHIM studies in the Indian context: 
Discussion of a 2018 pilot study in Bengaluru 


Organizers: Division of Health and Humanities, 
St. John’s Research Institute, Bengaluru; and 
ereiislational Health Science and Technology Institute, Faridabad, Haryana 


pee 


hical issues with CHIM studies: A ‘Controlled Human 
fection Model’ (CHIM) study is one in which a well 
jaracterised strain of aninfectious agent is administered 
a controlled dose and by a specific route to carefully 
lected adult volunteers. CHIM studies are also known 

‘challenge studies’ as the body is challenged with 
microbial pathogen. The key reasons to conduct a 
1IMstudy are to understand the exact mechanism of 
fectivity in humans, its pathogenesis, in other words, 
e host-pathogen dynamics (1,2). 


the purpose of a CHIM study is to intentionally infect 
althy human volunteers and cause disease, in other 
yrds, cause harm, a CHIM study would be of greater risk 
4n most other interventions (3). This would challenge 
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the principle “primum non nocere’ ie, “first, do no harm 
also,” embodied in Principlism as “non-maleficence”. 


At present, most CHIM studies are conducted in non- 
endemic countries where volunteers are typically 
college students from high-income countries. Apart 
from not having the same genetic profile and pre- 
exposure environmental factors as Indians, is it ethical 
for a population to be exposed to risk for an outcome 
that will not benefit their local community including 
themselves? 


In case of India, the understanding among the general 
population about biomedical research is low (4), 
Thus, comprehending the process of getting infected, 
developing a low risk infection, the importance of 
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confinement, reporting of symptoms and adherence 
to treatment, could be a greater challenge. This is 
important when consent is more than being ‘informed’- 
the information needs to be ‘understood’. This is clearly 
of special relevance in CHIM studies. 


The bioethical literature available, to guide researchers 
and research ethics committees in navigating the 
complex ethical issues of purposefully infecting healthy 
volunteers, is scarce. It appears that the central ethical 
dilemma is of individual risk versus public (public health) 
benefit. 


at 


A symposium on organ donation and transplantation 
in a world of inequality 


Organizer: Declaration of Istanbul Custodian Group (DICG) 
and MOHAN Foundation 


Opportunities for organ donation and transplantation are 
increasingly available around the world, offering hope to 
those suffering with end organ failure. The very best of 
clinical and scientific expertise enables transplantation, 
but the success of this field of medicine depends 
fundamentally on the generosity of human beings and 
social solidarity. Organ donation and transplantation 
occurs across lines of division within society, with 
individuals able to donate to or receive organs from 
one another irrespective of race, religion, gender or 
financial or social status. Nevertheless, while more and 
more people are gaining access to transplantation and 
donation including the developing world, inequities 
abound1. 


At its worst, transplantation — or the profits to be 
made from transplantation - becomes a motivation 
for trafficking of human beings, with the poor and 
vulnerable used as a source of organs without regard for 
their welfare2. International transplant “tourism” has 
evoked concerns regarding the flow of trafficked organs 
from the poor in lower and middle income countries 
to the rich; similar dynamics can also be found within 
countries3. Additionally, unrelated paid donors who are 
often coerced or lured into donating are criminalised by 
law on the same footing as touts and health providers. 
In the developing world, where deceased donation is 
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being increasingly promoted, the poor become primary 
donors of organs after death and only the wealthy are 
able to access transplant services as these surgeries, 
performed largely in the private sector, involve huge 
out-of-pocket expenditure4. 


This symposium will assemble a _ diverse and 
multidisciplinary group of international, regional, and 
national leaders working on ethical, legal, professional 
and clinical aspects of issues in organ donation and 
transplantation. The day will comprise sessions 
dedicated to review and discussion of some of the 
biggest challenges impacting equity in donation and 
transplantation today, with particular emphasis on issues 
in the context of lower and middle-income countries in 
the Asian region. Participants will not only learn, but 
also have the opportunity to contribute to the analysis 
of issues and propose solutions to address such topics 
as the role of transplant professionals in preventing 
organ trafficking, ethical risk management in living 
organ donation, the impact of health funding policies 
on equity in deceased donation and transplantation, 
and the value of legislative change in promoting ethical 
practice in donation and transplantation. 
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, ational Bioethics conference 
Unravelling Bio-markets through the lens of ethics, 


gender, race and political economy 


Organiser: Sama Resource Group for Women and Health 


re eee 


bout the Symposium: This Symposium seeks 
) deepen the discourse on global bio- markets, 
articularly expanding the analytical focus beyond the 
lacroeconomic to that of political economy, gender, 
ice, and ethics. It expects to draw on the work done 
this area - including on reproductive technologies, 
em cells, oocytes, commercial surrogacy, organ trade, 
articipation in clinical trials, etc - by various presenters. 
ve symposium will facilitate debate on issues of 
juity, justice and therefore ethics of bio-markets: 
ho benefits, who gets excluded, what new forms of 
ecarious labour come to be produced, how hierarchies 
€ produced and reified between stakeholders in the 
arket. The experiences of people — in their roles as 
vestors, buyers and sellers — in these (bio)exchanges 
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made for cash or kind, or in return for future treatment, 
access to medicines etc, will also be interrogated. 
Biotechnologies thrive in a context where the notion of 
a promissory future free of illness is central, and legal 
and regulatory frameworks grapple with the ethical 
conundrums that they pose. Ethical concerns related 
to healthcare technologies remain relevant for the 
newer biotechnologies, although they flag other ethical 
dilemmas pertaining to data privacy, ownership of 
biological information and patenting or what it means 
to be “genetically ill”. The extent of regulation of global 
bio-markets and its nature will also be deliberated 
during the workshop. 


Writing Case Reports for Bioethics Journals 


Organizer: Centre for Biomedical Ethics, Yong Loo Lin School of Medicine, 
National University of Singapore 


—————- —o_eX“qqwq_Oui ee 


e pedagogical value of case-based learning, especially 
healthcare-related fields, is well recognised (McLean 
16). Bioethics journals like the Asian Bioethics Review 
3R) are committed to publishing case commentaries 
m all bioethical specialties, including clinical, 
medical research, public health and health policy 
1 systems. 


s workshop outlines the process and mechanics of 
N and when to write a bioethical case commentary 
1 provides a brief understanding of the editorial 
cess with the intent of encouraging all authors 
pecially junior scholars) to write case commentaries in 
dioethical specialties. Up to 50 Congress participants 
Y participate in this pre-Congress workshop, which 
ks to provide training on identifying a good case 
| writing it up as a case commentary for publication 
Jioethics journals. No registration fee is payable for 
ticipation in this workshop (which is inclusive of tea/ 
ee and lunch), but prior registration is required. In 
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addition, all participants must submit an abstract of 200 
words on the case commentary that they intend to work 
on by 1 October 2018 to the Workshop administrator 
(Ms Shalom Chalson) by email (medvi671@nus.edu. 
sg). 
As learning objectives, participants should have acquired 
the following competencies after the workshop: 


@ Conduct basic bioethical analysis of a case narrative 
(Chin et al. 2017; Jonsenet al. 2006); 


e Identify the key components of a good case narrative 
(Manchola Castillo 2017) and textual practices in 
writing-up a bioethics case narrative (Hurwitz 2012); 
and 


e Identify potential ethical pitfalls (Shevell 2004). 


The style guidelines for Asian Bioethics Review and other 


bioethical journals will also be discussed (Rison 2013). 
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The facilitators are established scholars and many of 
them have extensive experience with founding and/ 
or managing bioethics journals. Participants are hence 
likely to benefit from the facilitators’ anecdotes which 
will be shared throughout the workshop. 


The morning session of this full-day workshop will be 
focused on competencies that relate to analysing and 
writing up case commentaries for publication in a 
bioethics journal. In the afternoon, the participants will 
be grouped according to the bioethical specialty (e.g. 
clinical ethics) of their abstracts. Each group will decide 


on two or three abstracts from within that group to 
discuss, analyse and produce detailed outlines (to be 
subsequently written up as case commentaries) under 
the guidance of the facilitators. The workshop will 
conclude with presentation of one outline per group. 


After the workshop, participants should be able to refine 
the abstract that was submitted, as well as write up a 
detailed outline of a case commentary. All participants 
will be encouraged to write up the case commentary for 
publication 
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A Parallel Arts Festival 
at the jointly organised by 


14th World Congress of Bioethics and 
7th National Bioethics Conference 


Dec 3rd - 6th, 2018; St. John’s Medical College, Bangalore 


Organised by 
ManjulikaVaz, Mario Vaz, Olinda Timms and Radhika Hegde, 


Division of Health and Humanities, 
St John’s Research Institute, Bangalore 


keeping with the theme of the congress ‘Health for All in an Unequal World’, the Health and Humanities Division 
St. John’s Academy of Health Sciences, has curated the following films, installations, exhibitions, theatre events, 
erary sessions and performances for the Parallel Arts Festival. 
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A Parallel Arts Festival at the 14th World Congress of Bioethics 
Dec 3rd - 6th, 2018; St. John’s Medical College, Bangalore 


Organised by ManjulikaVaz, Mario Vaz, Olinda Timms and Radhika Hegde, Division of Health and Humanities, St 
John’s Research Institute, Bangalore 

In keeping with the theme of the congress ‘Health for All in an Unequal World’, the Health and Humanities Division 
of St. John’s Academy of Health Sciences, has curated the following films, installations, exhibitions, theatre events, 
literary sessions and performances for the Parallel Arts Festival. 


Dec 3rd, 2018 — Pre Congress - Feminist Approaches to Bioethics 
4.15 — 5.45 pm 


“Megha’s Story” — enabling conversations around maternal mental health through Forum Theatre.Megha, a new 
mother, struggles with feelings of guilt, anger, fear, and frustration all alone- though she is surrounded by a loving, 
family. Forum Theatre creates dialogue around Maternal Mental Health. The process will be participative and handled 
as a workshop with an experienced facilitator, Dr RadhaRamaswamy, the founder trustee of the Centre for Community: 
Dialogue and Change (CCDC), a Bangalore based organisation that is now an internationally recognised centre. 


Forum theatre is a form of drama, rooted in Theatre of the Oppressed, which recognises the importance of affording: 
voice to disadvantaged groups in society. The audience will not be passive spectators who merely watch a performance, 
they become spect-actors! They can change Megha’s story!! 


Venue: Lecture Hall 1, St. John’s Medical College — Golden Jubilee Building 


Dec 4th, 2018 — Dec 6th, 2018 


“The Dolls speak of an unequal world” — an exhibition by Francoise Bosteels, an iconic doll maker who is inspired by, 
people’s day to day life, their gripping struggles, pains and dreams. These dolls reflect Indian life in all its complexities.. 
The dolls are most creatively and intricately crafted and touch you not only with their breath-taking beauty and: 
variety but with their accompanying poetry and reflections. The dolls speak of enduring tragedies on one side and of 
communities’ resourcefulness and resilience and a spirit of hope on the other. 


Venue: Meeting Room — Academic Block, St. John’s Research Institute — near the Cafeteria 


Dec 4th, 2018 — Dec 7th, 2018 


“Talking Hands” —an outdoor installation using reflective photography, raises the voice of people at the margins.... “Do: 
| matter?”. Conceptualised by Mario Vaz and produced by the Divisions of Bioinformatics and Health and Humanities, 
St. John’s Research Institute. 


Venue: Cobbled walkway, St. John’s Research Institute 


“Health for All Goal” — A Historic Photo Journey of Documents From 1946 — 2011 (India And Global). The journey, 
towards health for all in South Asia began with the Bhore Committee report of 1946 and globally with the Alma 
Ata Declaration in 1978. In this photo journey collated by Dr. Ravi of SOCHARA, 25 key historical documents anc 
publications are presented with some of their key recommendations that focus on challenges towards Health for All 
globally and locally. 


Venue: Around the main auditorium 
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ec 5th, 2018 


1.30am- 1.00pm (Pre-lunch) 


ippocratic — 18 Experiments in Gently Shaking the World —a 
oneer of palliative healthcare in India. The film isa platform 


e disease. 


"MR Rajagopal, Chairperson, Pallium India, Thiruvananthapuram will be present. 


m: (Moonshine Productions, Australia) 60 mins: Language: English / English sub titles Discussion time: 30 mins 


nue: Pope Paul VI Auditorium, St. John’s Research Institute 


eS. 


00-3.30 (Post lunch) 


e hidden ethical challenges of rare diseases will be revealed through a series of short films covering debilitating 
lesses such as muscular dystrophy, hydrocephalus and spina bifida, which highlight the multiple issues faced by 
tients, especially children with rare diseases. They point to the gaps in healthcare and education facilities that need 
be addressed. Dr Namitha A Kumar, Research Director, Centre for Health Ecologies and Technology, International 
titute of Art, Culture and Democracy, Bengaluru in collaboration with “OPFORD” - Open Platform for Rare 


eases has sourced the films and will share her own challenging life story. The Co-Directors of ‘Rooting for Roona’, 
vitraChalam will be present. 


ms: 60 mins, Discussion: 30 mins 


ms: Living with Spina bifida- Shakti Krishnan, Making a Muscle - Dystrophy Annihilation Research trust, The 
lomitable Human Spirit - Maya Chandra films, Paper planes - dreams of a million children - One Step at a Time, 
oting for Roona [trailer]- Directors: PavitraChalam and Akshay Shankar 


nue: Pope Paul VI Auditorium, St. John’s Research Institute 


I pe ne aed 
)0-3.30 (Post lunch) 


Auseum tour: A walk through key events in history that have shaped today’s ethical positions in medicine, healthcare 
J research. The tour will be guided by Prof Mario Vaz and will engage with exhibits at the S.L. Bhatia Museum of 
History of Medicine. The focus will be historical events that raised ethical conundrums. Students are encouraged 
pt for this. [MAXIMUM of 20 persons can be accommodated] 


ration: 90 mins 


jue: Maj Gen S L Bhatia Museum of the History of Medicine, St. John’s Research Institute 


0pm 


onsters in the Dark” — A Stage Adaptation of Siddharth Mukherjee’s The Emperor of All Maladies: A Biography 
"ancer brought to you by Bangalore Little Theatre in collaboration with St. Johns Research Institute, Bengaluru 
Tata Memorial Centre, Mumbai. For the first time ever, this Pulitzer winning tome, described by the jury as ‘an 
Zant enquiry, at once clinical and personal’ will be brought alive on stage with stories of Sidney Farber, Gordon 
rod and Carla Reed. The oncogene story is told from the perspective of lab mice- three mice telling it as if they 
e there to see it unfold! 


ation: 80 mins 


ue: St. John’s Main Auditorium 
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Dec 6th, 2018 


11.30am- 1.00pm (Pre-lunch) 

“The Poetics of Fragility” - A Transmedia Project done in 2016 by NicolasGrandi& Lata Mani is a kaleidoscopic 
bilingual exploration of the texture, vitality and aesthetics of fragility. It interweaves stories of bodily frailty with 
optical vignettes of nature’s delicacy to reclaim fragility as intrinsic to existence, not something to be bemoaned or 
overcome. Its form - “video-contemplation,” is an experimental conception that Grandi& Mani have developed to 
explore the audio-visual medium as a sensuous tool for social inquiry with a philosophical impulse. The film maker 
Lata Mani will be present to lead the discussion. The Poetics of Fragility is an ongoing transmedia project: film, 
website, artist book, installations. http://www.thepoeticsoffragility.com. 


Film: 64 minutes, with Film Artist Book Website Installations 
Language: English-Spanish Discussion time: 20 minutes 
Venue: Pope Paul VI Auditorium, St. John’s Research Institute 


i nen ———— SS ee 


2.00-3.30 (Post lunch) 


Performing Resilience: Illness, identity and narrative—is an engagement with issues of stigmatisation, vulnerability and 
invisibilisation of illness. It also explores illness identity, culture and resilience narratives. Consistent engagement with 
communities has exposed fractures in illness experience discourses that upholds stereotypes of ability, functionality: 
and representations of the illness experience. It aims to build a larger narrative that breaks silences and speaks to 
structures and systems of health care and health systems. 


Performed and facilitated byBenson Issac and Shreelata Rao Seshadri, faculty members of the Health, Development 
and Society Initiative of the Azim Premji University, Bangalore 


Duration: 70 minutes (including Discussion) 


Venue: Maj Gen S L Bhatia Museum of the History of Medicine, St. John’s Research Institute 


2.00-3.30 (Post lunch) 


Reflective Narratives: A literary panel — is an interaction with Indian writers on the development of the reflective: 
narrative as a means to understand the human condition and the underlying ethics of social behaviour. The panel will 
have medical and non-medical story tellers such as rural surgeon -author KaveryNambisan and journalist -author Gita: 
Aravamudan who use the genre of narrative fiction and non-fiction to create powerful, reflective stories. 


A Booklet of reflective narratives “Beyond Cure - An Anthology of Reflections on Universal Health Care” by students: 
and faculty of St. John’s Medical College will be released and excerpts narrated. 


Duration: 90 minutes 


Venue: Pope Paul VI Auditorium, St. John’s Research Institute 
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ypm 


xpressions of Creativity: interpreting the Congress the 
1 AnuradhaVenkataraman, a professiona! Bharatna 
nd a Professor of Dentistry, have more than a deca 
erformances will be based on stories taken from 
exual rights in the context of a story from the Ma 
/ell-being of an expectant mother by enacting ane 
xplanation of the theme. The performances will h 


me through classical and contemporary dance performances: 
tyam dancer and Dr VaibhaviJoshipura, a trained Kathak dancer 
de’s experience in these classical dance forms of India and their 
the Indian Classical texts. Dr Venkatraman will depict women’s 
habharatha. Dr Joshipura will bring out the physical and mental 
pisode from the Ramayana. The dances will begin with a 5-minute 
ave a vocalist accompanying the dancers. 

combination of the Classical and Contem 


porary style of dance will be performed by the undergraduate students of 
hrist Performing Arts department of Chri 


Sst University and will be an interpretation of the theme of the Congress. 
uration: 70 minutes including interaction with the audience 


enue: St. John’s Main Auditorium 


ee 
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